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ABSTRACT

Forty years have passed since the first the reported cases of acquired immunodeficiency
syndrome (AIDS) were reported in the U.S. (HIV.gov, 2021). During this period, an HIV
diagnosis was lined with sudden illness, fear, and imminent death, with many facing a lifeexpectancy of one to two years. However, the advent of antiretroviral therapy (ART) treatment in
the 1990s and continued pharmacological improvements in recent years, has transformed the
HIV landscape, resulting in decreased mortality rates and increased opportunity for individuals
to ‘grow old with the disease’.
Today, adults aged fifty and older are the fastest growing segment of those living with
HIV/AIDS. Yet, little remains known about the socio-cultural consequences of aging with HIV,
and whether social and health care infrastructure is currently adequate to meet the unique needs
of this population. Particularly understudied are older minority men aging with HIV. Drawing
from an anthropological life course perspective and tenets of Becker’s (1997) framework on life
disruption and reorganization, this dissertation research investigated older, Black males’
experiences of disruption and reorganization from aging with HIV in the present landscape of
HIV care.
This research comprised of the following specific aims: (1) Identify older, Black
American males’ challenges in aging with HIV; (2) Highlight older, Black American males’
varying life course perspectives and views on social death; (3) Describe how experiences of
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aging with HIV map onto Becker’s (1997) framework of disruption and reorganization; and (4)
Detail service providers perspectives on meeting the diverse social and health care needs of old
Black American males, aging with HIV. This dissertation research took place in Hillsborough
County, FL over a period of five years from 2016-2021. The data consisted of brief open-ended
interviews with older, Black American men (N=35) living with HIV, a subset (N=6) of which
was chosen for in-depth life course interviews. Six key informants (N=6) from local aids
organizations (ASOs), community-based organizations (CBOs) and the healthcare sector were
solicited for participation in this project.
Qualitative analysis from the 35 semi-structured interviews found that older, Black
American males living with HIV faced significant health and mental health challenges as they
age with HIV. In-depth interviews with the subsample of participants revealed experiences of
aging with HIV that both agreed and disagreed with Becker’s (1997) framework of life
disruption and reorganization and exposed how ageism, HIV stigma, and loss of social support
and community membership led to their “social death”. Last, perceptions of HIV service
providers exposed the need for greater patient support in their chronic HIV disease management;
the need to address the cultural and structural stigma surrounding mental health pronounced in
men; and the need to bolster our HIV response by investing in infrastructure culturally competent
staff and resources so that providers are better equipped to address the diverse needs of this
burgeoning population.
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CHAPTER ONE: INTRODUCTION
Statement of the Problem
It has been nearly 40 years since the first the reported cases of acquired
immunodeficiency syndrome (AIDS) were reported in the U.S. (HIV.gov, 2021). Originally
faced with sudden illness, fear, and imminent death, those diagnosed could only hope for a lifeexpectancy of one to two years. It was not until the advent of antiretroviral therapy (ART)—a
pharmacological treatment used to slow the progression of the virus and the development of
accompanying syndromes-- in the 1990s that the HIV/AIDS landscape was transformed and
offered hope and options for persons diagnosed with the virus (HIV.gov, 2021). The continued
improvement and scale-up of ART have resulted in a dramatic decrease in mortality rates and
have extended the longevity of those living with HIV. Today, individuals are garnering the
survival benefits from treatment and now have a chance to ‘grow old with the disease.’
This remarkable transformation, however, has brought with it numerous obstacles and
challenges for older adults. Even when the disease is well controlled, Older Adults Living with
HIV (OHIV) face increased psychosocial, physical, and mental health issues. Aging with HIV is
often lined with comorbidity: multiple chronic conditions accompanied by numerous treatments,
concurrent viral infections, substance use, mental health concerns, and poly-pharmacology
(High, et al., 2012). OHIV also tend to be susceptible to “invisibility” and lack social support due
to self-imposed isolation and/or resulting from the persistent stigmas surrounding their age and
HIV status (Schrimshaw & Siegel, 2003; Shippy & Karpiak, 2005a; Sippy & Karpiak, 2005b;
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Poindexter, 2008; OAR Working Group on HIV and Aging, 2012; Brennan-Ing, 2020; Emlet,
CA, 2006a; Emlet, et. al, 2006b). With proven correlates between decrease in social support,
increased non-adherence to ART, multimorbidity, and greater hospitalizations and mortality, it is
imperative that we address the intertwining physical, mental and psychosocial health concerns of
this aging population (Greysen, et al., 2013; Edwards, 2006; Brennan-Ing M. , 2020; HoltLunstand, Smith, Baker, Harris, & Stephenson, 2015).
Quantitative research has started to examine the biophysical (e.g., disease progression,
comorbidities), psychosocial (e.g., stigma, isolation) and self-management phenomena (e.g.,
adherence to multiple medication regimens) for those aging with the disease (Emlet, 2014;
Nevedal & Sankar, 2016). While this information is valuable and much needed, it does not
capture the underlying human experience of living with HIV/AIDS into later life. Less
understood, is the Quality of Life (QoL) of aging with HIV given the physical, mental, and
psychosocial challenges that this population faces.
Anthropological research and the use of qualitative research methods to capture the lived
experience of these individuals provides a rich, holistic account of how OHIV perceive their
lives and adjust to their age-related illnesses and psychosocial adjustments as they age with the
virus. Moreover, gathering such qualitative perspectives can highlight how the timing of HIV
diagnosis influences individuals’ life pathways, expectations, and overall philosophies regarding
life and death. This lived experience data can contribute to a more comprehensive understanding
on how these older individuals create meaning around HIV in their lives and what they define as
successfully aging with HIV (Rosenfeld, Bartlam, & Smith, 2012; Nevedal & Sankar, 2016;
Solomon, O'Brien, Wilkinds, & Gervais, 2014).
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Increased dependence on government and community-based services by this aging group
raises another important set of questions concerning whether HIV health-care providers, AIDS
Service Organizations (ASOs), and other social service entities are well equipped and trained to
meet the various needs of this diverse population. There are gaps in the HIV literature that
encapsulates provider perspectives and details the barriers and facilitators they face in achieving
optimal social, behavioral, and physical health outcomes for this heterogenous population. Using
a qualitative approach to capture these perspectives will assist in identifying pertinent issues in
the provision of HIV care; gaps in organizational capacity; opportunities for training (including
cross-cultural training); and partnerships and resources that these providers need to better serve
OHIV.
Study Goals and Research Questions
Addressing the knowledge gaps is of paramount importance for the provision of adequate
services to older, Black/African Americans--herein referred to as ‘Black” Americans1-particularly males who still experience disproportionate rates of HIV/AIDS in addition to
numerous racial/ethnic disparities (e.g., discrimination, ongoing poverty, inadequate housing,
and high rates of incarceration and substance use). Black Americans have a greater rates of HIV
incidence, prevalence and morbidity than any other racial/ethnic group. As of 2019, Black
American males living with the disease made up 70% of all OHIV in the United States (BrennanIng M. , 2020). While a plethora of research has documented stark disparities in HIV outcomes
(i.e., morbidity, mortality) between Black American males and other groups living with HIV,

1

Black/African Americans: Though Black American and African American are often use interchangeably, it is
believed that African American may be too limiting for the current population. The term, African American
highlights origins in the African continents and history on the American continent. However, the percentage of those
individuals are going down with a greater number of these persons coming from other parts of the diaspora and
continents.
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their subjective illness experience, biopsychosocial needs, and QoL as they age with the
epidemic have been less explored. Taking a qualitative approach to this topic can begin to bridge
this knowledge gap. As explained by Tenny and colleagues (2020), “Qualitative research
explores and provides deeper insights into real world problems. Instead of collecting numerical
data points or intervene or introduce treatment just like in quantitative research, qualitative
research gathers participants’ experiences, perception, and behaviors. It answers the how’s and
whys instead of how many or how much” (Tenny, Brannan, Brannan, & Hopko, 2020). Thus, a
qualitative approach provides us an emic perspective towards understanding the lived experience
of aging with HIV/AIDS as opposed to only having an etic account of the phenomena provided
by a quantitative approach. In addition, an emic perspective allows for the discovery of the
meaning subjects give to their own experiences. As Merriam (2009) asserts, “The overall
purpose of qualitative research is to achieve an understanding of how people make sense out of
their lives, delineate the processes (rather than the outcome or product) of meaning making and
describe how people interpret what they experience” (p. 14). Thus, it is hoped that this
qualitative research will contribute to the limited body of knowledge on the lived experiences
and healthcare needs of OHIV, particularly among older, Black Americans and males.
The specific aims and research questions of this research are:
Specific Aim 1: To assess the current state of health of older, Black American males
aging with HIV who reside in Hillsborough County.
RQ 1: What are the health care experiences and concerns of older, Black
American males aging with HIV in Hillsborough County, FL?
RQ 2: What is the health-related quality of life (QoL) of older, Black American
males aging with HIV in Hillsborough County, FL?
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Specific Aim 2: To detail the life course perspective (lived experience) of older Black
American males aging with HIV in Hillsborough County, FL.
RQ 1: To what extent has an HIV diagnosis disrupted the normative experiences
and expectations of older, Black American males aging with HIV in Hillsborough
County, FL. How have they reorganized their lives in response to these
disruptions?
RQ 2: How does timing of HIV diagnosis (pre-Antiretroviral Treatment (ART)
vs. post-ART era) influence life course expectations of older, Black American
males aging with HIV in Hillsborough County, FL?
RQ 3: How do older, Black American males aging with HIV in Hillsborough
County, FL view social death-- the condition of persons not being accepted as
fully human by society?
Specific Aim 3: To highlight the perspective of HIV social service and health care
providers and their experiences in providing services to the older, Black American
community aging with HIV.
RQ 1: What mental, physical, and psychosocial issues are providers encountering
as they care for older, Black American community aging with HIV in
Hillsborough County, Florida? What specific issues do they face in servicing
older, Black American males aging with HIV?
RQ 2: What is the status of current programming and services in place to address
these psychosocial issues, particularly among older, Black American males aging
with HIV in Hillsborough County, FL?
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RQ 3: What programming gaps exist and what strategies can be implemented to
address these gaps and maximize the effectiveness of existing programs and
services?
Motivation of Dissertation Research
The subject of this study was chosen out of professional curiosity and necessity. As an
anthropologist and former provider of HIV services, I first began taking an interest in the topic in
2014 while working as a Prevention Specialist at the Drug Abuse Comprehensive Coordinating
Office (DACCO), a local substance abuse agency, within their HIV Services Department. While
in this position, I facilitated the implementation of a state-funded High Impact Prevention
Program (HIP), which targeted the Black American community in Hillsborough County, FL. The
program was comprised of several individual, group, and community-level interventions to
address the needs of HIV- negative, HIV-status unknown, and HIV- positive individuals. A key
intervention within this program was that of ‘Antiretroviral Treatment and Access to Services’
(ARTAS). This intervention serves to link newly diagnosed individuals into services and medical
care and to re- engage persons with HIV (PHIV) who had fallen out of care for six months or
more.
As I enrolled individuals into the ARTAS program, it became increasingly evident that
older OHIV clients faced psychosocial challenges different from those of younger cohorts of
PHIV. Differences were also evident between males and females and older individuals who had
lived with the virus for an extended period versus individuals who were recently diagnosed with
HIV. My clients would detail their experiences of aging with their diagnoses, both physical and
psychosocial depicting their lack of social support and the multiple stereotypes and stigma they
endured. I turned to the literature to learn more about the experience of aging with this chronic
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condition—particularly among males of color-- to better connect with my clients, assist them in
understanding and processing their experiences, and connect them with programming. However,
I was surprised by the lack of information on the lives of OHIV as well as available seniorspecific health and social services for OHIV within the Hillsborough County, FL area. Services
including end-of life planning, support for companions caring for OHIV, housing support and
income support, programming addressing stress management, stigma, social isolation and
depression, and other non-medical community-based programs for OHIV were limited to nonexistent. Thus, this spurred me to begin to research and assess the current state of health of the
older, Black American, HIV positive, male population and spurred me to identify gaps in current
health services and programming towards addressing the unique challenges they face as they age
with this virus.
To begin to address this knowledge gap, I utilized purposive sampling to recruit 35 older,
Black American males living with HIV—who previously completed the ARTAS program while
at DACCO—to participate in two phases of dissertation research. In Phase I, I utilized an openended questionnaire, to create a profile of these males and obtain a general knowledge of the
state of health of these participants. In addition, I instituted ethnographic techniques of free
listing to gain further insight as to my participants’ challenges in aging with HIV. Access to
resources, lack of social support, enduring multiple comorbidities, and persistent stigma were
several themes that emerged during my analysis. Participants’ Health Related Quality of Life
(HRQoL)-- a concept used to assess how one’s health status impacts overall life satisfaction-was also assessed through the Medical Outcomes Study HIV Health Survey (MOS-HIV)
(Healthy People.gov 2020, 2019). This survey assesses 11 dimensions that are believed to be
substantial in HIV disease. Though survey outcomes demonstrated an ‘average’ HRQoL score
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among research participants, low scores in specific dimensions—including energy, functioning,
pain and mental health-- magnified the effects of HIV in the aging body and the need to address
these issues.
In Phase II, I contextualized quantitative data by applying a life course approach to gain a
better understanding of the lived experience of aging with HIV among older, Black American
males. A person’s life history, diagnosis point, and length of time living with HIV can influence
life pathways, expectations, and overall illness experience. Of primary interest in this phase was
to explore the differences and similarities of the lived experience among research participants
who were diagnosed prior to the introduction and availability of ART (i.e., prior to 1995, preART era) and research participants diagnosed during the post-ART era (after 1996). Of
secondary interest, was to capture the participants’ reflections on social death. Research
participants were separated into their respective eras based on their date of diagnosis. A
subsample of six research participants—three from each era—was then selected at random and
contacted to participate in two subsequent open-ended interviews. The first interview was used to
capture details of participants’ life course, while the second interview aimed at capturing the
participants’ viewpoints on “social death”. A grounded theory approach in analyzing these
interviews revealed the state of flux and multiple disruptions this population faces in aging with
the virus. Interviews with participants regarding social death further illuminated how despite
their lives being biologically prolong by ART, their physical existence was overshadowed by
their social demise due to diminishing social networks, death of HIV positive peers and oss of
socially productive roles.
To conclude this research, I was interested in assessing the overall challenges that
community-based organizations (CBOs) and AIDS Service Organizations (ASOs) providers face
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in servicing my research population. In depth interviews conducted with 6 Key Informants
brought critical gaps in healthcare capacity to the forefront. Themes revealed the need for selfreflection of provider biases and ageistic views, which can hinder the engagement and retention
in HIV care for this aging demographic. Coupled with harnessing these views, themes
additionally elucidated a need to increase diversity in the HIV workforce and cross-training of
medical staff in numerous disciplines. This will enable staff to have the necessary tools to assist
older, Black American males, aging with HIV with chronic disease management and in
recognizing other prominent health issues--- like that of mental health.
Dissertation Outline
This dissertation consists of seven chapters, as follows:
Chapter One: Introduction to the dissertation research.
Chapter Two: Provides a historical overview of the HIV/AIDS epidemic in relation to older
adults, considers what is known regarding aging with this chronic health condition, and
highlights key social, economic and environmental factors that contribute to the HIV disease
burden among the Black American community.
Chapter Three: Presents the theoretical underpinnings of this dissertation research: The Life
Course Theory. I describe how the theory will be applied to my research for gaining a greater
understanding of how historical events and timing of HIV-infection can shape the aging
experiences of older, Black American males. Further, there is a discussion of the concept of
“social death”, which could be the result of continued HIV stigma and ageism among OHIV.
Chapter Four: Presents the research methodology and design of the study. A qualitative
research design was adopted to capture the lived experiences of older, Black American males
aging with HIV in Hillsborough County, FL and the perspective of health care providers.
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Chapter Five: Will provide a sociodemographic snapshot of the 35 older, Black males, living
with HIV, who participated in this dissertation research. Also presented are participants’
reflections on current health concerns and challenges they face in aging with HIV as well as the
results of the Medical Outcome Survey (MOS) and Health Related Quality of life (QoL).
Chapter Six: Will illustrate how Becker’s Framework “Life Disruption and Reorganization”
maps onto the lived experience of six older, Black American males aging with HIV in
Hillsborough County, FL.
Chapter Seven: Will highlight the perspectives of a small number of HIV social service and
health care providers and their experiences in providing services to older persons living and
aging with HIV. Prominent issues related to aging with HIV among older, Black Americans and
particularly older, Black American males are highlighted.
Chapter Eight: Will discuss the major findings resulting from this dissertation research in three
sections. Section I will expound on the health care themes identified by the 35 participants using
free lists. Section II will discuss outcomes in the context of Becker’s life disruption framework
and discuss patterns that both fit and did not fit with this framework. Also discussed, will be
dissertation participants views on social death. Section III will discuss the health care
perspectives of key informants in the provision of HIV care to aging, older Black Americans,
LHIV, with a focus on challenges in caring for males. Section V will conclude with thoughts on
expanding the life course theory towards a more intersectional approach to enhance the provision
of services for this population. Section VI will conclude with a summary of the contributions of
my HIV research to the fields of anthropology, public health and aging studies and highlight
future directions and augmentation of this research through an intersectional lens. Last, I will
present plans for application of this research and how the findings in this project will be
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disseminated within the Hillsborough County, FL community. This chapter will conclude with
highlighting study limitations.
Glossary of Key Terms
Below are the definitions of key terms that will be used throughout this dissertation research.
Acquired Immunodeficiency Syndrome (AIDS): This diagnosis is considered the final stage of
HIV infection. The first state is considered the ‘Acute Infection Stage’ where the virus is rapidly
replicating in an individual’s body; this usually occurs within 2 to 4 weeks after infection. The
second stage is considered the ‘Clinical Latency Stage’ or chronic HIV infection where
replication of the virus is still occurring, but at a slower rate. Individuals can stay in this stage for
10-15 years. The last stage, AIDS, is diagnosed when HIV has been left untreated and an
individual’s CD4 count is equivalent to or falls below 200 cells per cubic millimeter (200
cells/mm3) of blood or lower OR when an individual develops one or more opportunistic
infections (OIs). Several of the most common Ois that affect people living with HIV are:
Herpes Simplex virus 1 (HSV-1) infection, Salmonella infection, Candidiasis (thrush), and
Toxoplasmosis (HIV.gov, 2020; CDC, 2020). Of importance to note is that not all individuals
will progress to AIDS. With the implementation and adherence to ART, the HIV virus can be
controlled.
“AIDS Survivor Syndrome”: Defined by Land (2018) as: “the constellation of physical,
psychological, and emotional symptoms that a person (either HIV-negative or HIV-positive) may
experience after living through intense grief and trauma during the years of the AIDS epidemic
and after.”
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Ageism: Defined as a “process of systematic stereotyping or discrimination against people
because they are old” (Wallach, 2019). Ageism can occur at the individual or structural level
(Chang, et al., 2020).
Antiretroviral Therapy (ART)-The pharmacological treatment used to slow the level of HIV
replication in an infected immune system. There are over 30 medications specific to the
treatment of HIV/AIDS. They are broken into five different classes with medications in each
class playing a specific role in the slowing the progression of the virus at different stages. Most
individuals undergoing HIV treatment will require a combination of these medications (aka a
‘cocktail’) in order to control the virus and reduce the likelihood of becoming resistant to
treatment and/or of transmitting the virus to partners. ARTs have also been referred to as
Antiretroviral therapy (ARV) or Highly Active Antiretroviral therapy (HAART) (CDC,
2020; HIV.gov, 2020)
Comorbidity: The diagnosis of more than one disease condition or illness that occur
concurrently (Valdera, Starfield, Sibbald, Salisbury, & Roland, 2009).
Concurrency: A concurrent diagnosis occurs when an individual is diagnosed late during HIV
infection and rapidly progresses to an AIDS status.
Cisgender: A concept that is applied to describe a person whose gender identity aligns with
those typically associated with the sex assigned to them at birth (University of Nebraksa Omaha,
2021).
Emic- Is a viewpoint from the perspective of the subject. This approach in research investigates
how individuals “perceive and categorize their world, their rules for behavior, what has meaning
for them and how they imagine and explain things” (World Heritage Encylopedia, 2020).
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Etic- Is a viewpoint from the perspective of the researcher. This approach “shifts the focus from
local observations, categories, explanations, and interpretations to those of the anthropologist.
When instituting this approach, the ethnographer emphasizes what he or she considers
important” (World Heritage Encylopedia, 2020).
Human Immunodeficiency Virus (HIV): Is the virus that causes Acquired Immunodeficiency
Syndrome (AIDS). The virus attacks and destroys the body’s white blood cells (aka CD4 cells
or T cells) causing an individual’s immune system to weaken. These white blood cells are
important for fighting off infections and other diseases that invade the body. To have a strong
immune system, a person needs to maintain a healthy number of CD4 cells, which can range
between 500 and 1,600 cells per cubic millimeter of blood. HIV uses CD4 cells to replicate itself
and thus, destroys CD4 cells in the process. The greater number of CD4 cells destroyed during
this replication process, the weaker an individuals’ immune system (CDC, 2021).
HIV Disease Cohort: Older Adults living with HIV are heterogenous and can differ by sexual
route of virus transmission, gender, age, sexual orientation and race/ethnicity. One important
difference that shapes illness experiences, coping and overall perspective of living with HIV is
that of cohort (Harris, Emlet, Parker-Pierpaoli, & Furlotte, 2018; Emlet, Harris, Furlott, Brennan,
& Pierpaoli, 2016; Johansen Stowers & Kolhi, 2012; Rosenfled, Bartlam, & Smith, 2012). Older
adults living with HIV are often referred to “Long Term Survivors (LTS)” and fall into two
primary cohorts:
1) Pre-ART: Individuals living with HIV preceding availability of effective
antiretroviral therapy (ART) (prior to 1995) (Brennan-Ing M. , 2020).
2) Post- ART: Individuals who were diagnosed after effective ART became available
(after 1996) and have been living with HIV for > 10 years (Brennan-Ing M. , 2020).
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Injection Drug Use (IDU): Where a hypodermic needle or syringe is used to intravenously
introduce a substance into the blood stream.
Persons Who Inject Drugs (PWID): A PWID is an individual who implements IDU to inject
drugs, primarily ones that are illegal (e.g., heroin, methamphetamines) (CDC, 2018).
Lived Experience: Is a term well known and utilized by Anthropologists that refers to the value
in examining and capturing the first-hand accounts and experiences of individuals as well as the
meaning ascribed to those experiences (Kleinman & Benson, 2006).
Life Course Perspective: Also referred to as the life course theory or life course approach. This
perspective is an avenue to analyze an individual’s life within social, structural, and cultural
contexts.
Men Who Have Sex with Men (MSM): Also referred to in the literature as males who have
sex with other males or male persons who engage in sexual activity with a member of the same
sex, regardless of how their sexual identity or orientation. They could identify as gay
homosexual, bisexual, heterosexual or pansexual, or remain neutral in identity (CDC, 2021).
Multimorbidity: The occurrence of two or more chronic medical conditions in tandem
(Brennan-Ing M. , 2020).
Older Adult and Older Adult Living with HIV (OHIV): The term ‘older adult’ is defined as a
person who is aged 50 years or older. This age marker is based on the Centers for Disease
Control and Prevention (CDC)’s definition of an ‘older adult’ and is consistent with existing
statistical data reports and literature on HIV and aging (Emlet, 2006a; Sankar, Nevedal, Neufeld,
Berry, & Luborsky, 2011). This definition of an ‘older adult’ differs from the definition that
general society holds of an older individual which is commonly viewed as a person who is of age
60 and older. This view likely comes from the Older American’s Act which established the age
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of 60 as the federal government’s defining age for an ‘older adult’. This age is used as part of the
eligibility criteria for older Americans to access needed nutrition, supportive home, communitybased services, disease prevention/health promotion services, and other elder rights programs
(Simone & Appelbaum, 2011; NCOA, 2020).
Persons with HIV (PHIV): Acronym utilized in the literature to designate a ‘person living with
HIV’.
Pre-exposure prophylaxis (PrEP): A highly effective drug regimen that is used to prevent HIV
infection among HIV negative individuals. Prevention occurs by taking a daily pill which
consists of two medicines that are used to treat HIV. Studies have shown that taking PrEP as
prescribed, reduces the risk for HIV infection via sex by 99% and via IDU by 74%. It is
important to note that PrEP only protects against HIV and not against other sexual transmitted
infections (STIs) (CDC, 2020).
Quality of Life (QoL): Refers to an individuals’ satisfaction with their overall life regarding. It
is a multidimensional concept that involves a satisfactory level of physical, mental, and social
status. (Kontomanolis, Michalopoulous, Gkasdaris, & Fasoulakis, 2017).
Ryan White HIV/AIDS Program: Is a federal program that provides uninsured and underinsured persons living with HIV with HIV/AIDS treatment and related services. Funding from
this program is also delegated towards capacity building, technical assistance, clinical training,
and development of comprehensive models of HIV care (HRSA, 2020).
Sexually Transmitted Infections (STIs): Are diseases that can be passed from one individual to
another via sexual activity and/or intimate physical contact.
Transgender or trans spectrum: Terms use for individuals whose gender identity differs from
the sex they are assigned at birth (University of Nebraksa Omaha, 2021).
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U=U Campaign: A campaign promoting how adherence to HIV medication suppresses the HIV
virus to undetectable levels, therefore making the virus ‘untransmutable’ to others via sexual
contact (Prevention Access Campaign, 2021)
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CHAPTER TWO: LITERATURE REVIEW
In this chapter, I will provide a historical overview of the HIV/AIDS epidemic as it
relates to older adults. I will present what is currently documented in literature regarding aging
with this chronic health condition, and highlight key social, economic, and environmental factors
that contribute to the HIV disease burden among the Black American community. Older adults
have been historically omitted from HIV/AIDS research due to erroneous social beliefs that they
do not engage in risk behaviors that increase their susceptibility to HIV/AIDS. Researchers
perceived that the only risk to this age cohort was that of receiving tainted blood products during
medical procedures. Due to this assumption, HIV/AIDS transmission among older adults –
defined as a person who is aged 50 years or older—was largely underreported, with the bulk of
prevention efforts being focused on younger cohorts (ages 18-45). It wasn’t until the
commencement of blood product screening in 1989 (LT, Shander, & Brecher, 2003; Busch,
Kleinman, & Nermo, 2003) that it was recognized that older adults were too, engaging in
behaviors that could increase their risk for HIV/AIDS.
Older adults remain the fastest growing segment of those living with HIV/AIDS,
illustrating steady growth since 1996 and the advent of ART. Nearly 51%---1.2 million
Americans—living with HIV are 50 years of age or older (CDC, 2020). It is estimated that by
2030, 70% of seropositive2 adults in the U.S. will be 50 years of age or older (HV.gov, 2019) .
Fueling this increase are two phenomena: 1) the increased incidence of HIV infection among

2

Seropositive: a person that has detectable antibodies to HIV.
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adults 50 years of age and older; and 2) the increased rate of survivorship among those diagnosed
with HIV who are living into older age due to the success of ART and other medical treatments
improving overall health and long-term functioning (U.S. Census Bureau, 2020, Ward, Disch,
Schensul, & Levy, 2011; Tietz, 2011). The combination of these phenomena has created what
several have referred to as the “greying”3 of the HIV epidemic (Harris, et al., 2015).
Sociodemographic Profile of Older Adults living with HIV (OHIV)
Older persons living with HIV (OHIV) are a heterogenous group and differ with regard to
gender, age, sexual identity, sexual orientation, and HIV transmission route (Brennan-Ing, 2020).
According to the latest data provided by the CDC, 33% of OHIV were age 50-54 years, 29%
were age 55-59 years; 19% were aged 60-64 years; and 18% were ages 65 and older (See Figure
1) (National HIV Curriculum, 2021) 23% are female, while 77% are male. OHIV of color remain
disproportionately affected by HIV, with Black Americans (42%) shouldering the majority of the
HIV burden, followed by non-Hispanic Whites (25%), Hispanics/Latinxs (25%) and people of
multiple racial/ethnic identification (4%) (CDC, 2020). The primary mode of infection among
male OHIV was via male-to male sexual contact (66%), while 12% were infected through
heterosexual contact. A reported 16% were infected via injection drug use (IDU) and 8% were
infected from combined male-to-male sexual contact and IDU. For women, 70% of infections
were attributed to heterosexual contact while 29% of was attributed to IDU (CDC, 2020) A key
factor to consider in researching among OHIV is that of diagnosis cohort. Emlet, Parker, and
Furlotte’s 2018 research study on successfully aging with HIV found that historical
incident and period of diagnosis shapes the overall experience, coping, culture and perspective of
living with HIV. For example, individuals diagnosed at the peak of the HIV epidemic (1987-

3

“Graying” of HIV: The combined increase in longevity of living with HIV and the number of new HIV infections
among older adults, has caused scholas to refer to the HIV epidemic as “graying”.
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1996) prior to the availability of antiretroviral therapy (pre-Antiretroviral Long-term Survivors),
share the common experience of impending death. Individuals diagnosed during this period lost
friends and significant others/partners to AIDS due to a lack of treatment options, coped with

FIGURE 1. Total Number of Persons Diagnosed with HIV by Age Group

healthcare crises exacerbated by AIDS (e.g., opportunistic infections) and were victims of social
stigma and discrimination (Harris, Emlet, Pierpaoli-Parker, & Furlotte, 2018; Rosenfled, Barlam,
& Smith, 2012; Emlet, Harris, Furlotte, Brennan, & Pierpaoli, 2016). Research has found these
experiences have had profound and lasting effects, with OHIV diagnosed within this time frame
suffering from increased mental illness—specifically Post-Traumatic Stress Disorder (PTSD)-and social disparities such as housing and financial insecurity. Researchers have referred to this
sustained trauma as “AIDS Survivor Syndrome” (Land, 2018). The experiences of pre-ART LS
are in stark contrast to those long-term survivors who were diagnosed post-ART LS4 after
treatment was made widely available in 1996. Rai and colleagues (2018) found that pre-ART LS
had greater involvement in community organizing, activism and education, while pre-ART-LS

4

Post-Antiretroviral Long-term Survivor: Post-ART-LS
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were vigilant regarding their serostatus to avoid stigma and discrimination. In addition, pre-ART
LS were subjected to treatment failure, drug toxicity and threatening side effects when ART
became available. This is unlike post-ART LS who now have access to improved
pharmacokinetics, with decreased side effects. Today’s ART may consist of 1-2 drugs (U.S.
Food and Drug Administration, 2019). Also, to not be forgotten are long term survivors who
were infected through childbirth and have lived the entirety of their lives with HIV as well as
HIV-negative long-term survivors who have been significantly affected by HIV through their
caregiving, enormous loss of friends/significant others, and involvement in contesting the
epidemic.
Low socioeconomic status and housing instability
Statistical reports from the Ryan White HIV/AIDS program1 further illustrate the fragile
socioeconomic status of OHIV. An estimated 57% of male and 71% of female OHIV live in
poverty. These rates are in stark comparison to the overall U.S. poverty rates for older adults
without HIV, which is less than 9% (U.S. Census Bureau, 2020). Common challenges
compounding high rates of poverty are rising living costs, housing instability, food insecurity
and low employment levels. According to Ryan White Program data, 10% of cisgender5 males
and 9% of cisgender females LHIV reported unstable housing. Fifteen percent of older
transgender persons LHIV also reported unstable housing, while non-Hispanic Blacks-primarily
males occupied the highest rates of unstable housing. A study among OHIV in San Francisco
found that 7 % lacked a permanent residence, and 42% were utilizing more than half their
income for housing expenses (Erenich, Seidel, & Karpiak, 2018). Among OHIV who report

5

Cisgender: Adjective that means “sex assigned at birth”. It is derived from the last word meaning “on the same
side”. A cisgender/cis person is not transgender. Cisgender does not indicate biology, gender expression, sexuality,
nor sexual orientation.
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stable housing, many reside alone, exacerbating feelings of loneliness and social isolation
(Furlotte C. , 2012; SAGE, 2019). Food insecurity, defined as having limited availability access
to nutritious and safe foods (Himmelgreen, et al., 2007)—is also high among this population.
Ehrenreich et al. (2018) found that among OHIV sampled, over 25% reported chronic hunger
and food insecurity. Muhammad et al. (2019) discovered that of the 60 OHIV who participated
in their study, 55% were food insecure. Food insecurity is correlated with decreased rates of
ART adherence and viral suppression and increased rates of onset of mental health illness and
increased mortality (Hessol, Zepf, Zobell, Weiser, & John, 2017; van der Sande, et al., 2004;
Feldman, Alexy, Gambone, & Irvine, 2015; Weiser, Guzman, Frongillo, Riley, & Bangsberg,
2013; Muhammad, et al., 2019). Low employment levels are also reported among OHIV, with
nearly half of OHIV receiving disability benefits—a rate double that of the general population in
this age group (Erenich, Seidel, & Karpiak, 2018). One potential reason for this discrepancy in
socioeconomic status could be the necessity to rely on public assistance programs. LTS’s who
are cycling off disability support and onto Supplemental Security Income (SSI) work history data
are scant to non-existent, which is often necessary to receive a greater than a minimal SSI check
(SAGE, 2019). Many public assistance programs—including SSI—require low earnings from
applicants to justify continued eligibility (The Well Project, 2020).
Poverty is a driving factor behind inequitable HIV/AIDS outcomes among Black
Americans. Low socioeconomic status in this population stretches back to the birth of our
country, through to today. History of redlining6 has fueled systemic housing discrimination and
discouraged economic investment within Black neighborhoods creating an increasing wealth gap

6

Redlining: A systemic denial of various services (e.g., loans, mortgages, and insurance) in geographic areas based
on undesirable racial/ethnic characteristics of said area. The term ‘redlining’ was reference’s loan corporation red
mark ups on a map to outline race of mixed-race or African American communities. More affluent communities,
which were deemed more worthy of investments, were outlined in blue, green or yellow.
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between Black households and White households. Though there has been a reduction in racial
segration in recent decades, Black Americans remain overly represented within urban and
metropolitan areas that are already lacking infrastructure, are at increased exposure to
environmental toxins, and have limited economic opportunities (Jones, Schmitt, & Wilson,
2018). Thus, Black Americans suffer from increased rates of homelessness, unstable housing,
food insecurity, poor educational attainaintment, high rates of violence and lack consistent access
to preventative health care---all issues that contribute to a marginalized social status (Fullilove,
2006). The racial dispartiy in incarceration has also worsened, having tripled for Black
Americans between 1968 and 2016 (Jones, Schmitt, & Wilson, 2018). Black Americans are at
greater risk of being profiled, targeted and arrested for minor offenses, particularly in high
poverty areas. Criminialization implications are far-reaching for this population creating barriers
in successfully passing background checks to secure housing and employment. Black Americans
exiting jails and prisons also face substantial obstacles in accessing safe and affordable housing
which further contributes to high rates of homelessness (National Aliance to End Homlessness,
2020) The culmination of these issues results in a significant overrepresentation of Black males
infected with HIV (Fullilove, 2006), and compounds difficulties in both accessing HIV testing,
managing an HIV diagnosis and has long-term implications for treatment and prognosis.
Even more striking is the inequalities experienced by Black Americans who reside in
rural areas, particularly the southern United States (i.e. “The South”). Recent data illusrates that
Black Americans disproporinately reside in this southern region. The Great Migration of the
1960s led many Black Americans to flee a tulmultous racial climate (e.g., Jim Crow laws) for
better livelihoods and opportunity. In 1966, Black Americans residing in “The South” (44%)
were considerly poor, in comparison to the Northeast (23.6%), the Midwest (25.4) and the West
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(25%). Today, poverty rates in “The South” have flattened out causing a reverse migration7 of
Black Americans to the area. However, this region remains characterized by enormous
disparities. Alongside impending rates of HIV, the region faces geographic disparities in
healthcare coverage due to the lack of Medicaid expansion. Social inequities, such as the lack of
transportation infrastructure and poverty, are also characteristic of this region and exacerabted
among people of color (Blumberg, Holahan, Karpman, & Elmendorf, 2018; Reif, Safley, Wilson,
& Whetten, 2017; Aldimora, Rammirez, Schoenbach, & Cohen, 2014; Reuda, et al., 2016).
Black Americans residing in “The South” are significantly impoverished (200% living below the
federal povety level) and accounted for 63% of all new HIV diagnoses and 58% of those living
with an HIV diagnoses in the U.S.in 2018 (CDC, 2020; CDC, 2018).
Comorbidity, accelerated aging and psychological challenges
Although OHIV face many of the same challenges as older individuals in the general
population, the impact of aging has been found to be more complex among this population in
comparison to older adults without HIV. Older persons with chronic HIV experience an elevated
risk for a multitude of additional chronic conditions, including kidney disease, liver disease, and
cardiovascular disease. Hepatitis C, diabetes, non-AIDS malignancies (i.e., leukemia, Hodgkin’s
lymphoma, melanoma, and colorectal, renal, anal, vaginal, lung, liver, throat, and mouth
cancers), and osteoporosis (Cahill & Valadez, 2013). Risks of neurocognitive disorders and
impairment, including asymptomatic HIV-associated dementia. Data show the average disease
burden among OHIV includes three additional comorbid conditions, in addition to a positive
HIV serostatus (Schouten, et al., 2014; Pathai, Bajilan, Landay, & High, 2014). A study with
U.S. Veterans Association found that 53% of OHIV 50-59 years of age or older had at least one

7

A large number of Blacks relocating back to the southern region of the U.S. has been termed as ‘The Great
Migration’.
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comorbid condition, with comorbidities increasing to 66% in persons 60 years of age and older
(Goulet J. , Fultz, SL, & Rimland, 2007). Brennan and colleagues (2011) uncovered an average
of 3.1 comorbid conditions among older sexual and gender minority adults LHIV in Chicago,
corroborating earlier studies. In a sample of 452 OHIV, Balderson and Colleagues (2013) found
participants with more than one comorbidity faced incremental mental, social, and physical
complications and decreased quality of life (QoL) (Balderson, Grothaus, Harrison, Mahoney, &
Catz, 2013).
The presence of two or more comorbid conditions in tandem is referred to as
multimorbidity. Concurrent treatment for conditions can result in polypharmacy (refer to
glossary of terms) and produce adverse health outcomes (e.g., kidney and liver failure) as well as
increased falls, delirium, pneumonia, hospitalization, and mortality (Edelman, Rentsch, &
Justice, 2020; Dhalwani, et al., 2017; Kim, Walley, Patts, Heeren, & Saitz, 2018). It has been
theorized that OHIV may experience “accelerated” (experiencing the onset of aging conditions
earlier) aging, however this has only been confirmed on a limited number of organ systems and
conditions (Schouten, et al., 2014; Karpiak & Havlik, 2017; Budak, 2020). Researchers have
found that “accentuated” (experiencing the onset of multiple conditions at the same time) aging
to better explain elevated levels of multi-morbidity experienced among OHIV (Brennan-Ing,
2020).
A number of studies have found up to five times higher rates of depression among OHIV
non-HIV infected peers, coupled with higher rates of suicidial ideation, which is of concern
among this population (Erenich, Seidel, & Karpiak, 2018). While the origin and high rates of
depression among OHIV is not entirely clear, research suggests that depression is related to the
additional physical comorbidities that come with HIV, with severe depression directly
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correlating with the number of comorbid conditions (Havlik, Brennan-Ing, M, & Karpiak, 2011;
Messay, Lim, & Marsland, 2012; Havlik R. , 2014). Contextual factors, including isolation,
lonliness, stigma and descrimination have further been tied to greater levels of depression
(Brennan-Ing, Seidel, & Karpiak, 2017; Havlik, Brennan-Ing, & Karpiak, 2011; Khambaty, et
al., 2016). Further exacerbating increased risk among OHIV are the often fragile social networks
and increased social isolation due to the impacts of HIV stigma, inconsistant social support, and
unstable access to resources (e.g. intermitant contact with family members, few reliable friends,
unreliable transportation, housing instability, etc.).
Despite anxiety and depression being two of the most common psychiatric disorders in
the general population, there is limited research on these disorders among older HIV (NIMH,
2021). In an older review of a nationwide analysis of OHIV, rates of generalized anxiety disorder
(GAD) and panic disorder (PD) were 15.8% and 10.5% respsectively for this population
(Watkins & Treisman, 2012). Reccently, Erenich, Seidel, & Karpiak (2018) found that OHIV
reported rates of anxiety as high as 65% with nearly twice as many individuals being affected in
comparison to their HIV-negative peers. Subtance use among OHIV adds to this complexity;
research has found that OHIV also report greater levels of active or past substance use in
comparison to non-HIV persons. Recent data illustrate that the proportion of OHIV currently
using substances is about equl to those currently involved in recovery programs (Parsons, Starks,
Millar, Bonnrai, & Marcotte, 2014).The use of substances popular among OHIV, such as
marijuana, cocaine and methampetamines, has been found to lead to decreased engagement in
HIV treatment, a decline in ART efficacy, and overall poorer clinical outcomes compared to
OHIV with no substance use (Applebaum & Brennan, 2009; Frontini, et al., 2012; Brennan-Ing,
2020; Michel, et al., 2010).
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Stigma and Ageism
Given the projected growth of this “greying” population and the issues discussed above,
it is imperative to 26rugginp effective policy and programs to address these unique needs. To
date, the older age HIV cohort remains largely excluded from the public’s attention and the HIV
research and prevention agenda (Johnson, 2013; Justice, 2010; Liebermnan, 2011; Emlet, 2006;
Kalichman, Eaton, Cain, Cherry, Pope, & Kalichman, 2006; Gasiorowicz, et al., 2005). Research
has suggested that HIV-related stigma, particularly ageism, are the likely causes affecting OHIV
visibility in the HIV landscape. Stigma, which is defined as the discreditation of an individual
due to a perceived, unfavorable attribute, is an ongoing experience for PHIV and a phenomenon
that occurs at the individual, institution and societal level (Goffman, 1959; Shen-Johnson, et al.,
2019). Recent literature on stigma notes that PHIV face intersectional stigma due to HIV status,
gender identity, racial minority status, real or perceived substance use, sexual orientation and age
(Brennan-Ing & Seidel, 2017; Rice, et al., 2018; Goodin, et al., 2018). HIV stigma often leads to
enacted/perceived stigma (from others) as well as “self-stigma” or internalized stigma (blame
and guilt of oneself) (Ernshw & Chaudoir, 2009). The result of these stigmatizing encounters
leads to a negative affect and the experience of anticipated stigma (expectation that one will be
rejected by others if they reveal their identity) (Golub & Gamarel, 2013). These stigma
mechanisms can negatively impact an individuals’ support seeking behaviors, physical
wellbeing, psychological well-being, and behavioral and health outcomes, including mental
health outcomes (Hao & Liu, 2015; Quinn, Dickson-Gomez, Broaddus, & Kelly, 2018; Conner,
et al., 2010; Shen-Johnson, et al., 2019). The negative social outcomes associated with HIVstigma are further exacerbated among OHIV, who may institute stigma management (hiding or
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selectively disclosing) of their HIV status for fear of being ostracized by family and friends
(Foster & Gaskins, 2009; Brennan-Ing & Seidel, 2017; Shen-Johnson, et al., 2019).
Among Black Americans, cultural biases regarding HIVand religious influences
alongisde social and economic issues limiting access to HIV-prevention education further
contribute to HIV-stigma. A recent survey conducted by the Kaiser Family Foundation (KFF)
regarding HIV/AIDS knowledge and awareness among the general population showed a
consistently lower rate of understanding regarding HIV/AIDS methods of transmission and
disease course from Black participants. For example, numerous participants still believed that
HIV can be transmitted through casual contact (e.g. kissing, sharing dining utentils, touching a
toilet seat) (Kaiser Family Foundation, 2017). In particular to older Black adults, national
surveys have revealed they are even less knowledgable and are at greater liklihood to have
accurate information regaridng HIV, including information on how to protect themselves (Bates,
2013). Such unawareness is at the core of HIV-stigma. The failure to fully understand routes of
HIV transmission contributes to both myths and misconceptions regarding the epidemic.
Ageism, defined as the stereotyping and discrimination against older persons, has created
a widespread misconception among older adults themselves and society as a whole, that the risk
for HIV remains low as one ages (DeMarco, Brennaning, Sprgue, & Brown, 2016). Ageist
attitudes have hampered society’s acknowledgement that older adults are engaging in or may
engage in HIV risk behaviors, such as substance use and injection drug use. Furthermore, our
culture habitually fails to accept the reality that older adults are sexual beings and engage in
sexual activities that may place them at risk for HIV. Such prevailing assumptions has resulted in
the underdevelopment of research and creation of tailored educational programs and materials
for this population (Negin, Rozea, & Martiniuk, 2014).
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The literature highlights how older adults have been deliberately excluded from research
surveying sexual practices due to beliefs regarding their sexual inactivity, resolving that to
include their participation would skew research data (Mack & Ory, 2003; Ward, Dahlhamer,
Galinsky, & Joestl, 2014). Recently, Taylor (2020) found how inherent ageism has led to the
neglect in research regarding sexual intimacy and pleasure seeking among older adults.
Furthermore, ageist views promulgated by physicians have caused a reluctancy in older adults to
discuss issues surrounding sexuality and other risk-behaviors including substance use (Aronson,
2019). Maes and Louis (2011) found the frequency of sexual health discussions between older
patients and physicians to be suboptimal, with providers also remaining reluctant to gather
comprehensive sexual history or discuss methods of protection (e.g., condoms, harm reduction,
etc.). Haesler and Bauer (2016) found that health care professionals are still uncomfortable
discussing older adults’ sexual behaviors (e.g., ‘How to have safe sex’), stating that such matters
were beyond their scope of practice. Providers shared that they generally wait for older patients
to raise sexual concerns during consultations, not realizing that embarrassment, fear of dismissal,
and/or perceptions of provider disinterest create reluctance in patients communicating such
concerns.
Ageist attitudes towards older adults and substance use has caused this issue to remain
unaddressed among OHIV. Lehmann and Fingerhood (2018) found that providers illustrated
“benevolent ageism” (overaccommodative behavior towards older individuals) (Vale, Bisconti,
& Sublett, 2019) and were reluctant to screen older adults for prescription-drug misuse, illicitdrug use and alcohol-use disorder, out of fear of being perceived as disrespectful. However,
these discussions are ever more important as research has shown that HIV risk is greatly
escalated among older intravenous drug users and substance users. OHIV are more likely to use
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contaminated “works” and share needles than younger, substance using, cohorts (Chatre, Cooke,
& Mallik, 2017; Wu & Blazer, 2011; Orel, Spence, & Steele, 2005). OHIV with substance use
were also more likely to engage in risky sexual behaviors (Kupprat, Krause, Ompad, & Halkitis,
2017). A study by Starks, Millar & Parsons (2015) on OHIVs demonstrated that substance use
was directly related to increased condomless sex—specifically condomless anal sex for MSM-with casual partners, but not with primary/main partners. Further, OHIV face potential drug
interaction of substances used with HIV medications (ART), which can result in unanticipated
side effects and reduce overall treatment effectiveness (Ghidei, et al., 2013). Substance use
among OHIV can also lead to delayed initiation of treatment, intermittent adherence to treatment
and poor HIV treatment outcomes overall (Meyer & Altice, 2013; Edleman, Tetrault, & Fiellin,
2014).
Collectively, the limited research on HIV/AIDS, limited health education and pervasive
stigma and ageism have resulted in missed opportunities for further discussion of preventative
measures—including condom use, Pre-exposure Prophylaxis (PrEP)8 and U=U campaign9
among other tools—and consequently, low HIV testing behaviors among this population. Even
though opt-out HIV testing—performance of an HIV test after notifying an individual that the
test has been completed—is increasingly being implemented in healthcare settings across the
United States, very few (<5%) of older adults have reported receiving an HIV test (Harris,
Rabkin, & El-Sadr, 2018). A study by Mae and Louis (2011) found that only 10% of HIVinfected males and 17% of HIV-infected females had undergone testing when offered by a

8

PrEP: is a highly effective way for individuals who do not have HIV to prevent HIV infection. Prevention occurs
by taking a daily pill which consists of two medicines that are utilized to treat HIV (CDC, 2020).
9
U=U campaign: A campaign promoting how adherence to HIV medication suppresses the HIV virus to
undetectable levels, therefore making the virus ‘untransmutable’ to others via sexual contact (Prevention Access
Campaign, 2021).
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healthcare provider. Testing rates among older adults are lower compared to younger cohorts,
even when engaging in services that typically see a higher than average, including needle
exchange sites and Sextually Transmitted Infections (STI) clinics (Ford, Godette, Mulatu, &
Gaines, 2015; Ford, et al., 2015).
Low testing rates have been attributed to older adults’ lower perception of risk, general
lack of knowledge regarding how HIV is transmitted and ability to recognize signs and
symptoms of the early stages of HIV (Milaszewski, Greto, & Fueller, 2012; Budak, 2020). Even
when symptoms of HIV-infection are experienced, older adults may attribute symptoms to
normal aging or other medical conditions (NIH.gov, 2018). Delayed testing and delayed
resulting of positive status in the course HIV infection can lead to adverse consequences in terms
of treatment response, disease outcomes, and morbidity/mortality, as well as an increased risk for
transmission(s) (Ellman et al, 2014). Low perception of risk and low HIV testing behaviors may
also lead older adults to unknowingly place themselves and their partner(s) as their social
connections shift due to separation, divorce or death of a spouse/partner and/or family moves
away, and friends relocate as they retire. As older adults seek new companionships and intimate
relationships, the potential for engaging in unprotected sex increases (Karpiak & Lunievic,
2017).
It is well documented that the rate of older adults partaking in sexual activity and risky
behavior (e.g. multiple sex partners, substance use) sans condom use is high ( (Katz, 2003; Smith
et al, 2011; Starks, Millar, & Parsons, 2015; Karpiak & Lunievica, 2017; Johnson, Bowdre, &
Clark, 2019). Oraka, Mason and Xia’s (2018) research regarding HIV testing among older
sexually active adults found that 92% of participants had not utilized a condom during their last
sexual encounter. Particular populations, including MSM, and those engaging in annoynmous
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sexual encounters may be even less motivated to use condoms (Schick, Herbenick, Reece,
Sanders, & Dodge, 2010). Physiological changes may also impact condom use and increase HIV
risk (Lovejoy, et al., 2008). In particular, older males face hormonal changes which may cause
impotence and make condom use problematic (Cahill & Valadez, 2013). Last, preconceived
notions of what constitues “risky behavior” may impact condom use. Crosby et al (2013)’s
research found that older persons declined use of condoms as they did not view their sexual
activity as “risky” and consequently declined condom negotiation for fear of what their
partner(s) may think.
Black Males and HIV Tranmission
Black American males have greater rates of overall HIV diagnoses than of any
population. In 2018, the rate of HIV transmission among Black males was the highest of any
racial/ethnic minority group (74.8%) in the U.S. (KFF, 2020). Homophobia---defined as negative
attitudes towards individuals who are lesbian, gay or bisexual—and stigma are key contributing
factors to this disparity. Black American communities place a high value on heterosexuality,
where same sex-sex and identification as gay, or bisexual are not accepted (Clay, 2002; Nichols,
et al., 2002; Peterson J. , 1995). Such heterosexual values have been instilled by the Black
church—a longstanding institution developed for and built by the Black people to provide
religious education, spiritual formation and to buffer against societal oppressions. The Black
church serves as a pillar in the Black community and is part of many Black males’ lives.
However, the Black Church as well as other Faith Based Organizations (FBOs) have historically
considered homosexuality to be immoral, against traditional family values (e.g., the nuclear
family) and anti-black (Fullilove, 2006). Negative messages preached from church pulpits
regarding homosexuality have caused Black males to feel shame and deter disclosure of their
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sexual orientation, let alone their HIV status. In turn, these feelings have inhibited many Black
MSMs to experience greater levels of internalized homophobia, which can increase risk taking
and decrease access to support (Foster, Arnold, Rebchook, & Kegeles, 2011; Nunn, et al., 2019).
Homophobia has further caused Black American males to keep their sexuality and sexual
behaviors a secret (e.g., sex on the down low (DL) or hidden sex), which has been shown to
negatively impact health care experiences and outcomes. Studies have theorized that structural
stigma—which encompasses institutional and societal level conditions that disadvantage or
constrain sexual minorities—may contribute to risky health behaviors and reduction in seeking
health care services (Saxby, de New, & Petrie, 2020). A study by Malebranche et al (2014),
found that daily stigma due to identifying as both MSM and Black American, impacted health
utilization patterns, access of services (e.g., HIV testing), ART adherence behaviors and
communication with health care providers (Qiao, Zhou, & Ziaoming, 2018). It was further
discovered that to avoid this stigma, Black Americans avoided medical facilities all together
(Malebranche, Peterson, & Fullilove, 2004). Other studies have found that stigma and
homophobia negatively impact Black American MSM’s self-esteem and behaviors, which can
undermine safer sex practices and seeking timely medical. Murray and colleagues (2018) found
that Black American MSM and Latino MSM positively correlated low self-esteem to increased
sexual risk taking. Engaging in casual sex as a means to deal with self-esteem issues is consistent
with previous findings that Black American MSM use sex as a “cognitive escape” to mediate
between feelings of low self-esteem depression and HIV risk (Vicioso, Parson, Purcell, &
Woods, 2005; Alvy, et al., 2011). Additionally, high rates of internalized homophobia reduce
Black Americans MSM’s HIV testing frequency, causing lack of awareness of HIV status,
increased risk for transmission and late presentation for ART (Knox, et al., 2012).
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Distrust of the Medical Establishment
Historic discrimination and oppression has directly resulted in Black Americans having
much higher rates of suspicion and distrust towards many medical and public health insitutions.
For example, the infamous Tuskeegee syphillis experiment, in which the U.S. Public Health
Service failed to inform 400 Black males they had syphillis and denied treatment, even after
pencillin was shown to be an effective cure for the disease (CDC, 2016). As a result, many Black
males died from neurosyphilis and other related complications. Saha and colleagues (2010)
found that patient distrust was associated with fewer HIV related health care visits and lower
acceptance and adherence of ART. Bogart and Thorburn (2005) found that the belief in
conspiracy theories has been associated with poor views and uptake of condom use. Many Black
Americans believe that HIV is a disease created by the U.S. government to exterminate the Black
American population, and also that medical and political authorities are withholding a cure for
HIV (Bogart & Thorburn, 2005 (Nessel & Primm, 2002). Such levels of distrust have caused a
greater impact on the general willingness of Black Americans to be tested for HIV or listen to
HIV health care providers regarding HIV treatment initiation and adherence (Smedley, Stitch, &
Nelson, 2002; Ren, Amick, & Williams, 1999; Bird & Delahanty, 2004). Though mistrust is a
key factor in decreased testing and treatment of HIV among at-risk Black Americans, more
unorthodox beliefs could also stem from a general lack of access to general medical care, and
poor encounters with medical providers when attempting to access care.
Conclusion
The improvement in antiretroviral therapy (ART) has resulted in the increased potential
for older adults to age with HIV. However, this increased potential has not been realized in the
older Black population. The changes in the age profile of the epidemic highlight the importance

33

towards an increased need for understanding the heterogeneity and minority differences of those
aging with the epidemic. This is particularly the case for older Black Americans who continue to
remain disproportionately burdened by the disease. The above discussion highlights issues on the
biological, psychosocial, and psychological impact on OHIV and Black Americans. Yet, what
remains to be understood is how the extended prognosis for individuals living with HIV into
later life has shaped the subjective illness experience of older Black Americans aging with HIV,
particularly among men (Nevedal and Sankar, 2016).
One way of capturing the subjective illness experience is through a life course approach.
Widely utilized in multiple disciplines including gerontology, psychology, and anthropology, the
life course perspective “emphasizes the socio-cultural contexts of human development” (Elder,
Johnson-Kirpatrick, & Crosnoe, 2003) and how they shift over time to impact individual
behaviors and identities. In studying HIV and aging, the life course approach can serve as a
framework for understanding how life course expectations and trajectories change as people age
with HIV and can potentially highlight significant variations in these changes depending on HIV
cohort. This chapter provided a historical overview of the HIV/AIDS epidemic, specifically as it
relates to older adults. Also highlighted, were key sociocultural factors that continue to fuel the
disproportionate burden of HIV among the Black American community. The next chapter will
more deeply consider the main theoretical framework applied in this dissertation research: life
course theory.
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CHAPTER THREE: THEORY
“Their social death is our social death, as it takes them away from our lives and from society.
For them, for us, and for everyone, we must resist”. ~Rushforth, 2017
This chapter introduces the main theoretical framework applied in this dissertation
research: theory of the life course (Cain, 1964). I provide a brief overview of the main tenants of
the life course theory and describe how the theory will be applied to my research for gaining a
greater understanding of how historical events and timing of HIV-infection can shape the aging
experiences of older, Black American males. Further discussed is the concept of “social death” --the condition of persons not being accepted as fully human by society---which could be
resultant of continued HIV stigma and ageism among OHIV.
The Life Course Perspective
The life course perspective emerged in the 1960s following Leonard Cain, Jr.’s
publication of the Handbook of Modern Sociology. Within the book, his chapter, ‘Life Course
and Social Structure”, Cain aimed “to identify, isolate and systematize a life course, or age
status, frame of reference and to contribute to the advancement of a sociology of age status”
(Cain, 1964, p. 273). Grounding his frame of reference in a wide range of scholarship—
demography, history, anthropology, sociology, and developmental psychology—Cain suggested
that terms including, ‘life-span’, life cycle’ ‘stages of life’ and even ‘aging’ were approximate
synonyms for the phenomena ‘life course’ (Cain, 1964, p. 277). Furthermore, he crystalized the
term ‘life course’ to encapsulate all the successive status’ persons occupy in their lifetime, from
birth to old age.
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Cain viewed “age status” as referring to “the system developed by culture to give order and
predictability to the course followed by individuals (Cain 1964, p. 278). As he stated:
Every member of society is called upon to move through a successful of age statuses.
Every member of society, therefore, has the tasks of preparing individual members of
subsequent age statuses, of absorbing them into the successive statues’ along with
removing them from formerly occupied status, and of proclaiming to, or providing, other
means of communicating to the society that the transfers have been accomplished (Cain,
1964, p.287)”.
Using this approach, Cain’s identified five key concepts: “1) Age stratification system:
differentiation of an individuals’ status based on age; 2) Socialization for passage into and out of
age statuses; 3) Rites of passage: formalized means to affect such changes in status; 4) Age
grading of individuals of similar ages into age status; and 5) Generational phenomena: the
establishment of interaction patterns among individuals of different age sets” (Cain, 1964, p.
287). New patterns of aging can cause social change. That is, “social change, not only molds the
course of individual lives, but when persons in the same cohort are affected in similar ways, the
change in their collective lives can in turn also product social change.” (Riley, 1979, p.4)
(Dannefer, Uhlenberg, Foner, & Abeles, 2005).
Aside from the general nature of her first two premises, Riley’s third premise
emphasizes, Mills (1959) observations, that an individual’s life is profoundly influenced by the
sociopolitical contexts of that time, and therefore explains the varying experiences in aging for
different birth cohorts, as Mannheim (1952) had elucidated. It further implies that the
experiences of one cohort in a given age category cannot be generalized to other cohorts, as their
historical encounters are distinctive. Also consistent with Mannheim’s position, the fourth
premise argues against social determinism and states that as societies changes, individuals and
cohorts can also act to change (Ferraro K. , 2013). As Riley notes, it’s an individual’s cohort
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flow—the intersection of individual and cohort aging—with age structure that delineates the life
course.
Following Riley’s emerging paradigm, Glen Elder Jr. was the next individual to advance
life course theory. His highly acclaimed longitudinal research on the impact of historical events,
such as the Great Depression and World War II—on the lives of youth brought attention to how
historical forces maps onto individual lives and shapes human agency (Elder G, 1998; Elder,
1994). Accordingly, he frames the life course as being “structure by age norms, and other
constraints, biological and social (Elder, 1998, p. 955)”. Elder established five tenets of the life
course, which will be expanded upon—with supporting work from other life course theorists—
below.
Tenants of the Life Course Theory
Several major themes characterize the life course perspective, they include: the (a)
interplay of human lives and historical time; (b) timing of lives; (c) linked/interdependent lives;
(d) human agency and personal control I diversity in life trajectories; (f) developmental risk and
protections (Elder, 1974; Harven, 2000; Hutchison, 2005; Edler, Kirkpatrick, & Crosnoe, 2003)).
The interplay of human lives and historical times emphasizes the need to situate human lives
within a historical context and place (Alwin & McCammon, 2003). People’s perceptions and
choices do not occur in a vacuum and are influenced by various factors, including economic
cycles, geopolitical events, and cultural and social ideologies, etc. The influence of these
conditions interacts to shape and alter the course of human development, (Gieryan, 2000).
Regarding living with a chronic illness such as HIV/AIDS, specific historical cohorts defined by
medical treatment available can shape the story schemas of those aging with the virus (Nevedal,
Neufled, Lubrosky, & Sankar, 2017).
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Timing of lives, highlights the behaviors and roles commonly ascribed to various periods
of time: individual time, generational time and historical time. Individual time, also known as
ontogenetic time, references chronological age. This time period correlates periods of life—such
as childhood, adolescence and old age--to certain, roles and rights in society (e.g., ability to vote,
drive) and that these roles are based on culturally shared definitions of age (Hagestad, 1992).
Generational time is refers to the cohorts in which persons are grouped in. For example, the baby
boomer generation, refers to individuals who were born between the years of 1946-1964.
Futhermore, historical time refers to large scale sociopolitical events that affect individuals and
families. These can include political events (e.g., war) or technological innovations (e.g., the
evoluation of the internet). Scholars have further highlighted that “timing” is based on normative
social timetables which are age-graded; meaning that they typically occur during a particular age
range (Price, McKenry, & Murphy, 2000). When events occur in correct sequence, the timing is
considered to be “on-time”. While transitions that occur at an unusual age or out of sequence are
considered to be (i.e., “off time) and may be comprised of challenges. Childbearing in
adolescence or the loss of a parent in early life (e.g., childhood) are examples of “off-time”
transition (Cliquet, 2021). In a similar vein, death in early or middle adulthood, much like what
occurred during the earlier period of the AIDS epidemic, may be considered “off-time”.
However, Matilda Riley shares that an individual’s being “off-time” or “on-time” has been based
on age-graded timetables that were established over a century ago and not applicable to today’s
aging society. Riley shares that these socially defined age norms or rules are creating a
“structural lag”, where social structures have failed to change in congruent ways to the people of
a given age in a society (Dannefer, Uhlenberg, Foner, & Abeles, 2005).
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Time can also be propositioned as a series of evolving transitions. Transitions are entry
points for new states within trajectories. They are gradual changes associated with the departure
from a particular role/status and acquirement of a new ones (Edler, Kirkpatrick, & Crosnoe,
2003; Black, Davis, & Miles, Life Course, 2009). Examples of transitions include, starting
college, getting a first job, or leaving home. Transitions are generally accompanied by socially
shared rituals or ceremonies (e.g., graduation or wedding). Trajectories involve discrete and
bounded transitions (Edler, Kirkpatrick, & Crosnoe, 2003; Heinz & Marshall, 2003; Hutchison,
2005). They are the longer view of the life course and mark the end of an old phase of life and
beginning of a new phase. Phenomena such as marriage, parenting, and career evolvement are
often detailed as trajectories (Black, Davis, & Miles, 2009). Turning points are the “twists and
turns of life”, which can either throw individual trajectories on or off tracker (Tester, 2018).
Rutter (1996) states turning point events can fall into one or more of the following categories: (1)
events that open or close opportunities; (2) events that result in lasting change in and individual’s
social or physical environment; and (3) events that change an individual’s self-perception,
beliefs, or expectations. Hareven (2000) explains that life course transitions can transform into
turning points when a transition meets one of five conditions: (1) when a transition is
accompanied with or followed by a crisis; (2) when a transition creates tension between meeting
one’s individual needs or the needs of the family; (3) when it occurs outside of the expected life
state; (4) when it results in adverse, unforeseen consequences; and (5) when it requires
exceptional social adjustment. In application to a chronic illness such as HIV/AIDS, a turning
point from the initial shock of being diagnosed would be learning of the availability of ART and
their life-extending capabilities (Baumgartner, 2012). There may also be the possibility of
counter transitions or transition reversals. An example of the later is when a young adult,
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returns home after transitioning out of the home. Counter transitions can occur through the
changes of one’s role or status (e.g. from parent to grandparent).
“Linked” or interdependent lives, emphasizes the perspective that lives are
interconnected and interdependent and how these (Ferraro & Shippee, 2009) relationships
provide both social control and support (Hareven, 1996; Hutchison, 2005; Elder,1974). Social
support, defined as assistance rendered by others, is a key element in interdependent lives.
Relationships, however, can also serve as a mechanism to control behavior via rewards,
punishments, and expectations. Research on this tenant has primarily pinpointed the family unit
and its network of shared relationships as both a source of support and control. Scholars have
taken considerable interest on how misfortunate, and opportunity impacts families across
generations (Hutchison E. , 2005). Elder’s (1974) seminal research of children raised during the
Great Depression is one example of interdependent lives. He found that parents economic
pressure resulted in elevated levels of marital conflict and depression which reflected in
escalated levels of emotion distress, academic setbacks, and problematic behavior in kin (Elder
G. , 1974). This correlation is one example of how macro-level events—such as the Great
Depression—ensues a domino effect impact beginning at the individual level and spreading
impact the family unit. Older adults and their adult children serve as another example of linked
lives. Life events and transitions of the life course influences the pattern of support between adult
children and their parents. It can change when families experience disruption—such as that of an
HIV diagnoses—where older adults may require increased caregiving, emotional and
instrumental support.
Human Agency and Personal Control posits that human are not passive recipients of a
predetermined life course. Rather, they are active agents in choosing planning and mediating the
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effects of social structure and setting goals to create new social structure (Hitlin & Elder, 2007).
Several examples of human agency include that of impoverished families who institute strategies
(e.g., living simply) to mediate, rather than succumb to economic hardship (Okech, Woard,
Mauldin, & Mimura, 2012); females with intellectual and cognitive impairments who play an
active role in decisions regarding their fertility outcomes (Burgen, 2010); and nursing home
residents playing an active role in their dietary needs (Hartnett and Postmus, 2010) (Harnett &
Postmus, 2010). However, we also must consider that the cultural and social arrangement of a
given historical era shape and individual’s agency in decision making, and planning. Further,
unequal opportunity will provide greater options to certain members of society over others.
More recently, two new themes, diversity in life trajectories and developmental risk and
protection have emerged as part of the life course theory. Diversity of life trajectories highlights
how in addition to birth year and cohort, other factors, including social class, gender,
race/ethnicity, religion, also shape life course pathways (Edler, Kirkpatrick, & Crosnoe, 2003;
Clausen, 1993; Hutchison, 2005; Settersten & Mayer, 1998). Moreover, that the capacity to adapt
to changes in the life course can vary and be dependent on the supports available (e.g., wealth,
education, social capital). Take for example, the individual experience of immigration. The
choice to immigrate, may be influenced by religious, social, or political persecution. The
resettlement period may be lined with various complications in assimilating to a different
environment and in establishing new social networks, including changes in socioeconomic
status. Factors of race, gender, and age, and social class may add to the complexity of the
migration experience. In relation to my research, an example of diversity in life trajectories is the
recognition of increased heterogeneity within different subgroups of older adults aging with
HIV. Crystal et al (2003) found that HIV transmission groups—MSM and IDUs—differed in
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several demographic characteristics, including ethnicity and employment. Notably, older IDU’s
reported lower levels of physical functioning and emotional support in comparison to their
younger IDU counterparts. Joyce Goldman, Leibowitz and Alpert (2005)’s study on the
socioeconomic profiles of OHIV living with HIV found that older whites were more educated,
financially stable and privately insured in comparison to older minorities who possessed fewer
economic resources.
Developmental risk and protection stress how experiences during one transition (e.g.,
childhood, adolescence) or life event can impact subsequent transitions (e.g., adulthood) and
events experienced. These experiences can either be protective (i.e., advantages) of the life
course trajectory or place it at risk (i.e., disadvantages) and are dependent on when they occur in
a person’s life. (Ferraro & Shippee, 2009; Hutchison, 2005; Stowe & Cooney, 2015). Life course
scholars have further proposed that alongside timing and sequencing of disadvantages, the
magnitude of exposure and spacing can increase risk in the life course trajectory. For example,
extended poverty poses a greater risk than poverty alone (Shanahan, 2000). Likewise, an
individuals’ advantages and disadvantages can also be cumulative over time and can increase
one’s advantages and disadvantages over the life course. Robert Merton (1968)’s seminal
research on scientific careers, is an example of the great inequalities in productivity and
recognition which led to a cumulative advantage among scholars. Merton proposed that
researchers who were productive early on in their careers and subsequently scored greater
recognition for their productivity enabled a cycle of cumulative advantage. Thus, as these
scientists’ cumulative advantage grew, later presenting scientists’ cumulative disadvantage grew.
The concepts of cumulative advantage and disadvantage has been of increasing interest to
epidemiologists and public health professionals in research regarding the inequitable distribution
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of health disparities. Scholars have found that the risk for chronic disease—such as HIV/AIDS—
-- gradually accumulates over time through exposure to harsh environments, partaking in unsafe
behaviors, and ongoing illness. They have also conveyed how the establishment of protective
factors, including resilience and human agency can ultimately break this “chain of risk”.
Below, I present the life course theory from an anthropological standpoint and expand on
the primary tenant of timing to include life disruption and life reorganization. I introduce how
these concepts are utilized in this dissertation research to capture the impact of life disruption
and reorganization on the life experiences of older, Black American males aging with HIV.
Anthropology of the Life Course
Since the 1950s, anthropologists have worked towards refining the social components
that make up the life course. Anthropologists define the life course as: “the script of normatively
expected stages and transitions for the socially defined person. It provides a broad shared
timetable for evaluating the “on-timeness” or the “off-timeness” of expectable events and social
development, from childhood to retirement” (Scheer & Luborsky, 1991, p. 1174). The life course
is not comprised of fixed predetermined set of phases, nor is it fixed within psychological or
biological spans of life. Rather, the life course is influenced by the interplay of multiple factors
which include place, time, history, culture/ethnicity, social structure, individual agency, social
interaction, and political economy (Becker, 1997).
In, The Life Course as Cultural Construct, Fry presents four key concepts for an
anthropological approach to the life course: 1) Individual Phenomena; 2) Temporal Phenomena;
3) Socio-cultural Phenomena; and 4) Complex Phenomena (Fry, 2003). Individual Phenomena
refers to the “exclusivity and autonomy over one’s life experiences and to an individual’s
understanding of their effect on the life course” (Fry, 2003, p. 273). Temporal Phenomena refers
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to understanding the cultural concept of time as it relates to the life course and how aging is a
lifelong process throughout the life course. Furthermore, the sociocultural phenomena, denotes
how individuals experience their life course within a specific sociocultural context and how this
experience influences the life course (Fry, 2003). Finally, the Complex Phenomena refers to the
multi-faceted nature of the life-course and how it is influenced by various factors including
cultural context, social and biological age and individual autonomy. Thus, Fry (2003) argues
that, due to such complexity, it is important to incorporate different methods, perspectives, and
ideas from varying disciplines in the application of a life course theory. The life course approach
proves useful as it is a comprehensive tool for studying the multifaceted aspects that impact and
influence a person’s life over an extended period. In HIV research, this qualitative methods has
been applied toward understanding the challenges of increased stigma among African Americans
with HIV disease (Bird & Voisin, 2013); prevention cand care; adherence practices (Sankar,
Neufeld, Berry, & Lubrosky, 2011); self-management/self-care (Gakumo, Enah, Sahinogly, &
Raper, 2015); sexuality and intimacy (Sankar, Nevedal, Neufeld, Berry, & Lubrosky, 2011); and
most recently to compare older and younger African Americans stories of living with HIV/AIDS
(Nevedal, Neufled, Lubrosky, & Sankar, 2017)
Life Disruption and Reorganization
Two key constructs in the life course perspective used to frame this dissertation research
are that of life disruption and life reorganization. In his discussion in ‘Disrupted Lives’, Becker
(2007) explicates that people make sense of their “chaotic world”—life reorganization and
disruption (Becker, 1997, p.37). A life reorganization approach captures how individuals adjust,
or “reorganize’ their lives amid a disruption. A disruption is something that occurs—such as an
unanticipated incident (e.g., car accident) or an illness (e.g., diagnosis with HIV) --that modifies
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our expectations of a specific phase of life. Becker’s research on infertility illustrates such a
phenomenon. The researcher illustrates how couples make sense of the disruption of their
expected life course (e.g., conceiving children) and how their unmet expectations lead to a life
full of “inner chaos and disruption” (Becker, 1994, p.4). Such disruptions create a disarray of
how an individual perceives their life and how it is supposed to play out. In addition, Becker
also argues the U.S. views the life course as a continuous and linear process. The combination of
this view and U.S. cultural beliefs—which stress individualism—influences a person’s response
to disruption and the pressed need for their return to continuity. Becker defines continuity as the
return to an individual’s known order of life post-disruption. Thus, as Becker states: “by studying
the disruptions in a person’s life, we can look at the conflict between cultural beliefs and ideals
of how things should be in comparison to how they actually are” (Becker, 1997, p.107). Becker
also asserts that aside from individual life experiences, cultural values, and ideals in place predisruption play an important role in making sense of a disruption (Becker, 1997). Understanding
the roles of these factors is important when considering how and why people respond and
reorganize their lives in a certain manner post-disruption. This comprehensive approach further
assists researchers to identify cultural barriers that occur when an individual’s expectations of
their life course are not met. In summary, Becker’s life course approach sheds light on an
individual’s life disruption; how they manage and re-organize their life; and how this process
returns an individual’s life back to continuity. Becker’s concept of life disruption provides an
excellent lens to assess how and to what magnitude HIV affects the lives of aging HIV positive,
Black males. In application to this research, this can illustrate how this stigmatizing illness has
disrupted older men’s capability to realize their “normative life course expectations” (Becker,
1994, p.31). In addition, it can also illustrate how an aging, HIV positive individual’s ability to
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satisfy roles (e.g., main caretaker for the family) can fluctuate over time and is dependent on the
life course period of living with HIV (Becker, 1994, Lubrosky, 1994).
Time and Timing
Two other important facets of the life course theory and particularly salient to this
research, are the facets of Time and Timing. Much anthropological research has delved into the
cultural meanings and expectations associated with time. Anthropologists have recognized how
measures of time are related to the social development, organization and structure of a society
and are “culturally constructed and cross-culturally variable” (Trostle, 2005, p. 25). As
aforementioned, chronological age has been the most prominent attribute that is used as an
indicator to frame social roles and expectation that are tied to life stages such as adolescence,
adulthood, and old age. However, chronological age does not explain where an individual is
positioned within the life course, nor is chronological age interpreted the same way in diverse
cultural contexts. As presented by Setterson (2003) in “Propositions and Controversies in LifeCourse Scholarship”, measuring time in the life course can be conducted varying ways. These
ways include 1) biological age; 2) psychological age; and 3) social age.
Biological age refers to an individual’s biological development and is measured by the
functioning of various organs within the physical body. Despite the availability of health age
calculators, increased life expectancy has created difficulty in measuring and capturing an
individual’s true biological age (Hutchison, 2005). Medical research has found that exposure to
socioeconomic and environmental disadvantages (e.g., poverty) and chronic stressors in early
adulthood can accelerate biological aging and lead to onset of chronic conditions (Simons, et al.,
2020). Attending to these disadvantages throughout critical life course periods via safety net
programs can serve as a protective layer and even perhaps reverse biological aging (Fahy, et al.,
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2019). Physiological age can be conceptualized in perceptual and behavioral terms. The latter
refers to an individual’s capacity to learn new skills to adapt to environmental and biological
change. Perceptually, physiological age refers to how old individuals feel that they are.
Anthropologists have found that males and females institute different standards for measuring
their perceptual age (Woelkle, MC, & Riediger, 2012). Social Age refers to the culturally
constructed behaviors and age-graded roles within society. Age norms define the specific age and
particular point in time in which behaviors are expected to, or socially accepted to, occur. Norms
can be specified by relationships, groups and organizations and may be informal or formal (e.g.,
rules, laws). For example, the specified ages of drinking, driving, and voting in the U.S. are
formal rules governed by our society. Other influences of social age include racial/ethnic
makeup, social class, and gender (Pulerwitz, et al., 2019).
Time and Timing as applied to HIV/AIDS
The application of time and timing in the HIV literature, has been dedicated to
researching the period of HIV/AIDS infection, cross-sectional measures of psychosocial or
clinical status, and the prevention, intervention, and treatment of the virus. As discussed in
Chapter 2, life expectancy among OHIV has dramatically increased due to advances in ART.
However, incidence of chronic co-morbidities has simultaneously increased. Thus, studies on
time and longevity of living with HIV has resulted in further exploration of the complex
interaction between the aging body, HIV disease and efficacy of treatment (Smit, Brinkman,
Smit, Sighem, & TK, 2015). A second focal point of HIV research and time has been on
increasing targeted prevention, detection, and treatment towards OHIV. This population was
largely ignored in the beginning of the epidemic due to erroneous categorization of older adults
as being “off-time” for engaging behaviors that increase their risk for HIV. Furthermore, due to
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the increased number of OHIV, researchers have discovered the increasing need to address
timing as it relates to HIV/AIDS. Despite knowledge of this sub-populations growth, there
continues be to delays in HIV diagnosis and presentation to treatment. Late diagnoses and
initiation of treatment can result in rapid progression of HIV leading to increased comorbidity,
poor prognoses, and increased risk for mortality. HIV/AIDS research has further focused on time
in quantitative measurements of psychosocial and clinical status. Research in this area tends to
hyper-focused on quantitative measures of the HIV/AIDS experience including viral load (CD4
count) measures, Quality of Life (QoL), level of adherence, and other aspects of physical
functioning.
Though these measures do provide important information regarding the
biological/physical impact of living with HIV/AIDS, they do not capture the varying, lived
experiences of the aging with HIV process. Little remains known regarding how the timing and
length of time living with HIV can impact the overall sociocultural experiences of those aging
with the virus. As will be presented in Chapter 5, the sociocultural consequences of aging with
HIV were captured by pinpointing where and if disruption and/or reorganization occurred in the
early or later phases of OHIV lives. This chapter will provide further insight as to the fluidity of
life disruption and reorganization and illustrate the diversity of experiences for this aging, older
demographic.
This research further extends that of Merriam el al (2001)’s call to action for the
inclusion of other historical and social phenomena, aside from chronological age, to gain greater
insight on the experiences of living with HIV. A person’s life history, timing of HIV diagnosis
(e.g., pre-ART; post-ART), and duration of time living with HIV can affect life pathways,
expectations, quality of life and overall illness experience. Capturing OHIV, culturally defined
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expectations of the life course as they age with this chronic condition can elucidate ways in
which they take control of their disruption and the strategies they institute to reorganize their
lives in response to said disruptions.
This research further applies time and timing to extend the discourse on HIV stigma.
Anthropologists have often critiqued the perception of stigma through a cognitivist,
individualistic and static and isolated lens. When, in fact, stigma embodies a temporal dimension
that may change over an individual’s life course (Alonzo & Reynolds, 1995; Ainlay, Becker, &
Coleman, 1986; Link & Phelan, 2001). To optimally examine HIV/AIDS stigma, the biophysical
trajectory of the disease must be considered. HIV initially manifests as an ephemeral flu-like
syndrome where the individual seroconverts within a few weeks. This phase is followed by an
asymptomatic period—up to 10 years—which is then followed by a symptomatic period
involving varying opportunistic infections. Thus, just as the disease changes and emerges, so
does the stigma trajectory (Alonzo & Reynolds, 1995). For example, in the asymptomatic period
the lack of physical anomalies makes it difficult for others to differentiate or identify an
individual’s serostatus, decreasing the likelihood for stigma (Alonzo & Reynolds, 1995). If the
individual does not deviate from their normal daily routine (e.g., working), they are even less
vulnerable to stigmatization and are able to keep their “status and limit potential separation”
despite having HIV (Mahajan, et al., 2008). On the other hand, persons with HIV (PHIV) who
are late in their infection, diagnoses, and suffering, are more than likely to present with
symptoms (e.g., presenting with symptoms that are highly visible (e.g., wasting syndrome,
Kaposi Sarcoma). These individuals are easier for society to identify and are at elevated risk for
experiencing stigma. Overall, an understanding of the disease trajectory illustrates that the
vulnerability of being stigmatized can vary along the HIV disease continuum (Alonzo &
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Reynolds, 1995; Link & Phelan, 2001; Robinson, Petty, Patton, & Kang, 2008). Understanding
that stigma has a temporal dimension is crucial for research on individuals aging with HIV
disease as the multiple stigmas associated with their age and serostatus can become further
intensified as they age with the virus. In combination with their already increased likelihood for
loneliness and isolation, intensification of stigma can lead to their impending social demise, or
“social death”, which will be discussed in the following section.
Social Death
Death is a universal phenomenon. However, its definition and the exact event that marks
its occurrence can differ depending on the context. Death has commonly been described in three
categories: clinical, biological, and social. Biological and clinical death are declared when key
vital functions (e.g., heartbeat, breathing) that keep a person’s body alive cease to function.
Social death occurs when an individual dies in a social sense and is treated as non-existent
(Borgstrom, 2016). Thus, while clinical and biological death is characterized by the termination
of the physical organism, a social death is characterized by the end of a human’s social identity
(Sweeting & Gilhooly, 1992). In most societies, social death is believed to always follow
physical death. However, social death can precede physical death if people consider someone as
‘already dead’ while their physical body is still alive (Mulkay, 1993).
History and Definitions of Social Death
In reviewing social death, we must refer to the initial work of Goffman and his concept of
mortification and “non-person” treatment (Goffman, 1961). Mortification was introduced in
Goffman’s description of institutions such as mental health facilities, prisons, jails, and boarding
schools. Goffman states that the culture of these institutions is symbolic of isolation from the
outside world and reinforced by physical barriers such as fences and locked doors. Upon
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admission, individuals undergo a process of “trimming” where they are stripped of personal
possessions, such as clothing, and all attributes that individualize a person: autonomy, freedom,
and self-determination. They are then lumped into the “largest and most abstract of social
categories, that of human beings” (Goffman, 1961, p. 261; Sweeting & Gilhooly, 1992). Here, all
aspects of life (e.g., work, sleep, and play) are shared with others in the same locale, which is
often managed by a higher authority. Individuals placed int these locales undergo a process of
‘mortification’ where they are “dispossessed of roles they held in the outside world” (Goffman,
1963, p. 253). Goffman (1961, 1963) also notes how staff often create a social distance between
themselves and these individuals to safeguard themselves from the treatment occurring inside
these institutions. This distancing leads to what Goffman terms “non-person treatment,” where
staff in fact acts as if the person does not exist (Goffman, 1961; p. 352).
Goffman’s work served as a foundation for the fields of ethnography, anthropology, and
medical thanatology --the scientific study of death--in their production of the definitions of
‘social death’. The first definition can be traced back to 1907, where Hertz noted how death
meant not only the end of life, but also the destruction of the “social being grafted upon the
individual” (Hertz, 1960, p. 77; Sweeting & Gilhooly, 1997). Based on data of 19th century
anthropologists, Hertz contrasted the then-held belief by most Western societies that death was
immediate with those of non-western societies, as reflected in their temporary burial rituals
(Hertz, 1960). These societies believed that the deceased soul lingered and therefore the
individual was still a ‘partial member of society’ and in need of food and company (Nzioka,
2010). Mandelbaum (1958) illustrates such a case among the Kota of South India, who observe
two funeral ceremonies—a Green Funeral and a Dry Funeral. The Green Funeral is held to
memorialize the cremation of the individual’s body and the Dry Funeral—lasting eleven days--is
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held in remembrance of the individual’s life (Sweeting & Gilhooly, 1991). The Kota believe the
conclusion of the Dry Funeral mark’s a person’s social death (Sweeting & Gilhooly, 1991). The
Lusi-Kaliai society provide another unique perspective on social death. For Kandokans, death is
not an end to existence but a transformation of one state of being to another---human life to nonhuman or spiritual life. They view death as a two-factor process—a severing of human social
relationships and the separation of the persona (i.e., spirit) from his or her body. The latter
process may occur before the separation of persona, particularly for aged individuals due to their
greater social ties/involvement in society; they require more time to socially disaffiliate
themselves. Therefore, aging individuals may undergo social death long before their physical
death (Countes & Counts, 2004).
In addition, Hertz illustrated that individuals who are in mourning are also considered
‘people of death’ (Hertz, 1960). The scholar provides the example of the Hupa People, who
while in mourning are viewed as one in the same with the corpse of the deceased. As the scholar
states, “they [Hupas in mourning] live in darkness, dead themselves from a social point of view,
because any active participation on their part in collective life would only spread abroad the
curse, they carry in them” (Hertz, 1960, p. 52). Another example of this is burial rituals of the
Orthodox Jews (Helman, 1985). Their bereavement process lasts for approximately a year,
during which recreational activities are prohibited, mourning garments are worn, and the
bereaved are visited by family and friends (Helman, 1985). At year’s end, the tombstone is
dedicated during an unveiling ceremony, and the formal mourning process concludes.
Following Hertz, sociologists and ethnographer Glaser and Strauss (1965)—further
observed that persons may experience social death before physical death. In their book,
Awareness of Dying, the sociologists presented their theory on the influence of awareness on the

52

interaction of relatives and medical staff with dying. Sudnow (1967) was the first medicalthanatologists to recognize that social death can precede biological death (Sweeting & Gilhooly,
1997). Sudnow defines social death as: “that point at which socially relevant attributes of the
patient begin permanently to cease to be operative as conditions for treating him, and when he is
essentially already dead” (Sudnow, 1967, p.74; Sweeting & Gilhooly, 1991). Though he
acknowledges Goffman’s argument that social death is the asocial treatment of a person (i.e.,
“non-person treatment”), Sudnow believes that this argument is ambiguous and prefers to limit
the term to the literal sense of “death” (Sweeting & Gilhooly, 1991). Sudnow sources varying
examples of social death based his research of patients from two U.S. hospitals. He observes how
as patient’s social value, when near death, determined the level and effort of treatment provided
by medical personnel. Sudnow observed a nurse forcing a dying woman’s eyelids shut due to
the fact that it would have been more difficult to close them upon actual death; the completion of
autopsy permits for the dying; familial arrangements for burial of the not-yet deceased; and the
disposal and compartmentalization of personal belongings of the dying prior to death (Sudnow,
1967).
Similar to Sudnow, Kastenbaum (1969) defined social death, as: “a situation in which
there is absence of those behaviors which we would expect to be directed towards a living person
and the presence of behaviors we would expect when dealing with a deceased or non-existent
person” (Kastenbaum, 1969, p. 309; Kastenbaum, 1977). The researcher argues that “a
significant aspect of being a person is being a person in the eyes of others” (Kastenbaum, 1977,
p. 311; Sweeting & Gilhooly, 1991). He definition of social death further extends to include the
status of individuals who have transgressed societal norms. This includes individuals who have
violated a taboo, those living with a stigmatized disease, such as HIV/AIDS, and those who are
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seen to loose “live person status” (Sweeting & Gilhooly, 1991). An example of this situation
would be an elderly individual who is abandoned in a nursing home where family members
cease to visit him, yet where they still make decisions about his life.
Kalish (1968), delves further into the notion of social death and sub-divides the concept
into two main categories: self -perceived and other- perceived. Kalish states that “self-perceived
social death is when an individual presumes that they are “as good as dead” and that their social
role in life has terminated (pg. 90)”. When society concludes that an individual, who people once
knew and acknowledged as alive, is now thought to be dead, death is considered to be “otherperceived” (Kalish, 1966; Kalish, 1968). Kalish also examines the impact of social death on
living family and friends as members of the departed (Kalish, 1966). He discusses that families
and friends may parallel much of what Sudnow observed in U.S. hospitals—that families will
make burial and cremation arrangements and give away the deceased’s belongings before actual
physical death occurs (Kalish, 1968). However, he also shares how families and friends become
impatient if the process of physical death takes too long.
Use of the Social Death Construct
The concept of social death has been used in a wide variety of disciplines. Kralova (2015)
highlights how this concept has been broadly applied to explore empirical topics including
genocide, displacement, slavery, and dementia. However, she states that the wide use of the term
within numerous disciplines has created ambiguity surrounding its application and that there is a
need for conceptual clarity. Kralova (2015) conducts a systematic review to highlight the
applicability of this conceptual framework. She identified three central tenets mentioned by
scholars in the social death literature: loss of social identity, loss of social connectedness, and
loss associated with the disintegration of the body. Social identity is an individual’s sense of self
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as a participating member of society (or part of a group). Kralova states that an individual’s
social identity is lost when he/she is viewed as inadequate in the eyes of others. The reasons for
this loss can be varied and may include, embodied characteristics, personality traits, value
systems and low social, economic, or cultural capital. The loss of social identity results in social
abandonment of which social death is a consequence. Second, regarding the loss of social
connectedness, Kralova points out that since human beings are inherently social, we suffer
profound loss when our social connections and roles in society are severed. An extreme example
of such loss is that associated with solitary confinement, a mechanism commonly instituted in
prisons. As Guenther (2013, p. xi) writes, “There are many ways to destroy a person, but one of
the simplest and most devastating is through solitary confinement.” From this example, Kralova
emphasizes that the loss of multiple social roles, or identities is a likely cause of social death.
Third, Kralova details the role of the body in social death. She states that “our social identity is
inevitably connected to our bodies” (Hoceky & Draper, 2005, pg. 26). Hence, when our body
shows visible signs of deterioration---whether due to illness or old age—our social identities and
interactions become undermined and disrupted. Consequently, while dying, the physical
deterioration of the body is viewed as “disgusting” and something unworthy of social
connection. Kellehear (2007) states that the individual experiences “shameful dying”.
Social Death and HIV/AIDS
Understanding the notion of social death is important as we enter the “Post-AIDS” era
and witness the greying of the epidemic. For aging individuals, death is perceived as ‘natural’ or
‘appropriate’ and is viewed as the gradual relinquishment of life “which has reached its allotted
span” (Sweeting & Gilhooly, 1997, p. 96, Kastenbaum, 1972; Raphael, 1984). This view is
historically premised on the assumption that the “prerogative" of older individuals in society was
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to die (Williamson, 1979; p. 1; Sweeting & Gilhooly, 1997). Due to 19th century improvements
in nutrition, sanitation, and social conditions, there was a dramatic drop in mortality rates and an
increase in the number of individuals who were surviving beyond the age in which they could
either be contributing members of society or provide for themselves (Taylor, 1979; Rose, 1987;
Bromley, 1966; Sweeting & Gilhooly, 1997).
The number of older adults in the U.S. has grown by over a third since 2010 (34.2% or
13,787,044) and by 3.2% (1,688,924) from 2018- 2019 (U.S. Census Bureau, 2020). However,
in most industrial societies there is a strong emphasis on the productivity of adults and on their
economic worth. Thus, a working adult is worth more than an older adult in terms of human
capital. An older person’s value in society is seen as rapidly depreciating (Bailey, 1970). As a
result, society may stereotype and exclude older individuals as they are considered not to be of
much value. Interestingly, even after an individual has passed, the perception of age-based worth
remains. Prior (1989) illustrates this notion in the autopsies of older individuals where medical
examiners paid greater importance to autopsies of the “economically active age groups” rather
than to those of older adults (Sweeting & Gilhooly, 1997, p. 97; Prior, 1989). Furthermore, aging
individuals are also most likely to face social seclusion. Many suffer a reduction in their social
support networks due to family and friends living far away, having predeceased them, or being
emotionally distant. Aging individuals are least likely to travel, their engagement in social
activities is diminished, and many actually live in isolation. Combined with the expectancy of
death, this “reality” of the life of the older adults leads society to think of them as having no
future worth—that they might as well be dead. As Kastenbaum states, “a person may come to be
classified as socially dead precisely because he has not died…but has instead outlived his social
context” (Kastenbaum, 1969, p. 17). This perception becomes further enhanced it the older
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adults was residing in an institution, such as a nursing home. As Kastenbaum emphasizes,
“admission to an age-segregated institution suggests or confirms to many people the idea that ‘it
is all over but the dying’.” (Kastenbaum, 1967, p. 22).
As a condition that affects not only the physical, but also the social wellbeing on
individuals, HIV/AIDS plays an important role in the experience of social death. Due to its
primary transmission through sexual contact and intravenous drug use—HIV/AIDS has become
a metaphor for moral and physical contamination. It is through this moralization of HIV/AIDS
that HIV positive individuals are viewed as having a “spoiled identity, which may result in
prejudice, stigma, and the loss of social identity” (Nzioka, 2010, p.14). The disclosure of a
“spoiled identity” often equals social death. To avoid a “spoiled identity”, HIV positive
individuals will often conceal their status and normalize their HIV positivity. They avoid
disclosure to family and friends for fear of rejection and to physicians who may express negative
attitudes towards them due to their being infected with HIV. In addition, they refrain from
activities that signal their diagnosis, such as seeking appropriate health care, medical treatment
or participating in HIV support groups.
However, the concealment of one’s HIV status and avoidance of social death can only
occur for so long, particularly for older individuals who did not engage in medical treatment
when the epidemic started and suffer from multiple, compounding comorbidities. When the
immune system continues to deteriorate and the disease manifests in the individual’s body,
AIDS-related conditions will become visible and much harder to hide than in the initial stages of
infection. This has the greatest implications for progression towards social death and loss of
personhood as stigma, the biophysical disease process, and social identity issues are now
intensified. Colman (1986) notes that “[this] often results in a special kind of downward
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mobility” as affected individuals “lose their place in the social hierarchy” (Coleman, 1988, p.
100).
Conclusion
This chapter began with describing and defining the tenants of the over-arching
theoretical framework utilized within this dissertation research: the life course. This theory was
then presented from an anthropological perspective and emphasized two primary constructs - life
disruption and life reorganization—and prior applications within the HIV/AIDS field and how
they would be used to frame this research. This chapter further presented the anthropological
literature, history, and definitions regarding the phenomena of social death and highlighted how
this term could be resourceful in research on the OHIV. The following chapter will present the
methodology implemented with this research to gather the lived experience of older, Black males
living and aging with HIV in Hillsborough County as well as health care provider perspectives.
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CHAPTER FOUR: DESIGN, METHODS AND SAMPLE
This chapter describes the research methodology applied to capture the content analyzed
within this dissertation research. The chapter will commence with contextualizing the
dissertation research and describe the study sample, setting and inclusion and exclusion criteria
for all research participants. This will be followed by a reintroduction of the overall aims of the
dissertation research and detail the data collection processes and analysis applied for all phases
of the project. All approved study materials, approved by the University of South Florida IRB,
are included as appendices. The chapter concludes with ethical measures used to protect the
privacy and confidentiality of all participants involved in this project.
Contextualizing the Dissertation Research
High-Impact Prevention (HIP) Project
As mentioned previously, this research study originates from the High-Impact
Prevention (HIP) project, which is housed at DACCO. The program is a grant-funded initiative
from the Florida Department of Health (FDOH) whose overall strategy is to maximize HIV
resources and interventions and prevention methods by targeting populations at greatest risk for
HIV/AIDS (CDC, 2018). Between 2014 and 2016, I worked as a Prevention Specialist in the
DACCO Health Services Department where this program was instituted. I became the Health
Services Department Program Manager in 2016. Though I left DACCO in 2017, DACCO’s HIP
program continues to provide services.
DACCO’s HIP program is targeted toward the Black American community of
Hillsborough County, FL. The program is comprised of several individual, group and
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community-level interventions which address the needs of HIV- negative, HIV-status unknown,
and HIV-positive individuals. A key service for HIV positive individuals is that of the evidence
based behavioral intervention, ARTAS. This intervention serves newly diagnosed individuals or
persons living with HIV (PLHIV) who have been out of care for six months or more. Based on
the ‘Strengths-Based Care Management Model” (SBCM), this HIP component is rooted in Social
Cognitive Theory and Humanistic Psychology and encourages HIV positive individuals to
identify and use personal strengths, abilities, and skills—alongside the assistance of a linkage
coordinator—to create an action plan for engagement and retention in HIV medical care
(Interventions, 2012). From 2012 to 2016, 328 Black Americans LHIV were serviced by this
intervention at DACCO.
Research Setting
The dissertation research took place in Hillsborough County, FL. With a population of
1.4 million, Hillsborough is the fourth largest county in the state (Suncoast Council, 2020). The
county encompasses 909 square miles (84%) of incorporated areas and 163 square miles of
incorporated municipalities (Tampa, Plant City and Temple Terrace) in the Tampa-St. Petersburg
Eligible Metropolitan Area (EMA). A majority (51 %) of the Hillsborough population is
comprised of females while males make up a 49% of the population. Hillsborough is also one of
Florida’s most ethnically and culturally diverse counties with approximately 48% White-nonHispanic residents, 29% Hispanic residents, 16% Black-non-Hispanic residents. The most
common languages spoken in addition to English are Spanish (256,379 speakers), Arabic (7,368
speakers), and Vietnamese (7,287 speakers) French Creole (6,777 speakers) and Other Asian
(6,816 speakers) (Suncoast Council, 2020).
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Educational attainment for Hillsborough County residents is average with roughly 11.6%
of individuals over the age of 25 having less than a high school diploma and 85.8% having
graduated high school. Poverty continues to disproportionately affect the county, with 15.3% of
the population living 100% below the poverty level, compared to the official U.S. poverty rate of
11.8%. Though unemployment rates have remained relatively steady in the last decade, rates
increased from 4.5% to 6.8% from 2017-2018 (Florida Department of Health, 2018).
Racial/ethnic minorities continue to face wider income gaps earning an average wage of
$37,722.50 in comparison to $54,863 earned by their White non-Hispanic counterparts. Females,
who are 27% head of household, earned less ($36,878) income in comparison to men ($45,315)
(Florida Department of Health, 2018). Over 36% of households rely on public assistance
including Food Stamp/SNAP benefits and other cash public assistant program. 19.2% of the
Hillsborough County population is reported experience severe housing problems (e.g., lack of
kitchen facilities; lack of plumbing facilities) and 34.5% are reported to occupy households
monthly housing costs of 30% or more of household income; 1795 individuals are homeless
(Florida Department of Health, 2018).
Furthermore, 12.4% of adult Hillsborough County residents reported that cost inhibited
their ability to access necessary health care. 15.5% of the Hillsborough population remains
without health insurance (national average 11.7%) (Florida Department of Health, 2018). This is
primarily due to non-expansion of Medicaid in the state of Florida. Medicaid is a means tested
entitlement program and serves as the primary payer for HIV care in the U.S. (HIV.gov, 2021).
Prior to the application of the Affordable Care Act (ACA), an individual had to be both
“categorically eligible” 10and of low income to qualify for benefits. However, this categorization
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Categorically eligible: a person who is disabled or pregnant.
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presented a conundrum for many LHIV, who were deemed eligible based on income
level, but ineligible due to the virus not having progressed enough to cause sickness and warrant
a ‘disabled’ status. Such criterion went against intervention strategies that stressed early access
and engagement in HIV treatment to stave of disability and improve health outcomes (KFF,
2019). It wasn’t until 2012 that the ACA amended these restrictions and be expanded Medicaid
programming in all states to include individuals at or below the federal poverty level (FPL)
(U.S. Department of Health and Human Services, 2020). However, the 2012 Supreme Court
ruling on the constitutionality of the ACA resulted in making this expansion a state option (KFF,
2021). Only 36 states opted to implement Medicaid expansion and as a result only 64% of PHIV
have access to necessary services. Fourteen states, including Florida and Texas, where 36% of
PHIV reside, opted to not expand which has created grave implications for HIV care and
prevention among this population.
Geographic variation within Hillsborough County can present a challenge to providing
equal access to care. Prevalence rates are higher in rural areas of the county in comparison to
more urban neighboring counties. Travel times and lack of access to transportation can present
barriers for those who reside in the counties’ rural areas. Existing bus routes are not sufficient to
support the county size and have made it difficult for residents to get from one place to another,
particularly for individuals with chronic conditions—like —-- who require access to specialty
care and support services. Traveling by public transit includes multiple transfers resulting in
longer commute times than by personal vehicle. Public transportation is also not conducive to a
person that might be feeling ill and need to attend multiple medical appointments. Though
telemedicine may be seen as a means to an end of transportation barriers, the zip codes with
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highest concentration of PHIV—33612 (21%), 33619 (21%), and 33610 (27%) ---lack broadband internet, making the provision of this service a challenge (Suncoast Council, 2020).
According to the State of Florida Integrated HIV Prevention and Care Plan, Hillsborough
County continues to rank within the top five counties in the state for the number of HIV cases
(The AIDS Institute, 2017). In 2019, 7,412 people reported as living with HIV in Hillsborough
County; 3,771 reported as living with AIDs. The prevalence rate has increased 3.1% from 20152018. Though 2019 illustrated the first year of a marked decreased in HIV incidence in three
years, the number of individuals living with HIV remains high. Racial/ethnic minorities remain
disproportionately affected with non-Hispanic, Blacks representing 48.1% of HIV cases and
49.1% of AIDS cases. Hispanics represented 22% of HIV cases and 25% of AIDS cases
respectively. Currently, the MSM is the most common mode of transmission for HIV and AIDS
reported in the county with 69.9% of new cases of HIV and 63.5% of AIDS diagnosis in 2019.
15,987 new HIV cases were attributable to heterosexual contact and 9,519 cases of AIDS.
Injection drug use (IDU) transmission remains the third highest mode of transmission with 4,764
new cases of HIV and 3,469 AIDS cases in 2019 (Florida Department of Health, 2021).
Research Design and Aims
For this dissertation, I adopted a dual approach, incorporating both exploratory and
descriptive research design, which speak to the aims and questions of this research. This dual
design approach was considered most applicable as a descriptive approach focuses on clarifying
phenomenon where accurate information is unavailable, while exploratory research aims to
generate new information and insight into the studied phenomena (Stebbins, 2001; Babbie &
Mouton, 2010). To date, few studies have been conducted on the aging, health care concerns, and
lived experiences of older, Black American males LHIV. Less research has highlighted health

63

care providers experiences and challenges in servicing this older subpopulation. Thus, this dual
design approach will used to both explore and describe aging with HIV phenomena at both the
individual and community level.
As stated in my Introduction, the following were the specific aims and questions of this
research:
Specific Aim 1: To assess the current state of health of older, Black American males
aging with HIV who reside in Hillsborough County.
RQ 1: What are the health care experiences and concerns of older, Black
American males aging with HIV in Hillsborough County, FL?
RQ 2: What is the health-related quality of life (QoL) of older, Black American
males aging with HIV in Hillsborough County, FL?
Specific Aim 2: To detail the life course perspective (lived experience) of older, Black
American males aging with HIV in Hillsborough County, FL.
RQ 1: To what extent has an HIV diagnosis disrupted the normative experiences
and expectations of older, Black American males aging with HIV in Hillsborough
County, FL. How have they reorganized their lives in response to these
disruptions?
RQ 2: How does timing of HIV diagnosis (pre-Antiretroviral Treatment (ART)
vs. post-ART era) influence life course expectations of older, Black American
males aging with HIV in Hillsborough County, FL?
RQ 3: How do older, Black American males aging with HIV in Hillsborough
County, FL view social de—-- the condition of persons not being accepted as
fully human by society?
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Specific Aim 3: To highlight the perspective of HIV social service and health care
providers and their experiences in providing services to the older, Black American
community aging with HIV.
RQ 1: What mental, physical, and psychosocial issues are providers encountering
as they care for older, Black American community aging with HIV in
Hillsborough County, Florida? What specific issues do they face in servicing
older, Black American males aging with HIV?
RQ 2: What is the status of current programming and services in place to address
these psychosocial issues, particularly among older, Black American males aging
with HIV in Hillsborough County, FL?
RQ 3: What programming gaps exist and what strategies can be implemented to
address these gaps and maximize the effectiveness of existing programs and
services?
The Institutional Review Board (IRB) at the University of South Florida approved all
components of the dissertation research in September 2016 (See Appendix A). The dissertation
research and writing process took place over a period of five years from 2016-2021.
Study sample and recruitment
Older, Black American males LHIV who completed the ARTAS program (n=35), were
recruited for this project. In-depth, open-ended interviews were conducted with a smaller
subsample of the older males (n=6) to capture the life experiences of aging with HIV. Interviews
were also conducted with Key Informants (n=6) who currently work with this research
population. In total, 47 interviews were completed. The following paragraphs will detail the
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sampling strategies and inclusion and exclusion criteria for all participants who were involved
this research.
Aging Black American Males
Purposive homogenous sampling was utilized to recruit 35 male participants from the
ARTAS component of the HIP program at DACCO. Homogenous sampling—which is the
process of selecting a group of subjects who are alike for analysis—-- was chosen as the research
questions are specific to a population that shares similar characteristics (Lund Research LTD,
2012; Patton, 2001). All participants in the ARTAS program already had two of the inclusion
criteria, which is a seropositive status and identification as African American. A participant’s
final inclusion criteria were being of male gender, residing in Hillsborough County, and being 50
years of age or older. This age criterion was chosen based on a historical precedent based on the
CDC’s stratification of age during the early stages of the HIV pandemic (Emlet C. A., 2006).
Further supporting this choice is the ‘National Association on HIV Over Fifty’, the designated
national organization on HIV/AIDS and aging.
ARTAS staff utilized closed client charts to identify 35 individuals who met the study
criterion. Those who qualified had their names placed on a list. Verification of a release of
contact information was also conducted by ARTAS staff. Once verified, the list was forwarded
to me, and I began the initial recruitment process. The process began with an initial phone call to
gauge a potential participant’s interest in enrolling in the study. During the call, I described the
study in full detail (e.g., risk and benefits of participation, time commitment needed,
compensation, privacy, and confidentiality). If the potential participant was interested, an
appointment was made for a face-to-face interview with me. Upon meeting, I administered
informed consent, signatures were obtained, and the official enrollment into the study was

66

completed. Thirty-five participants were recruited for participation over a one-year period,
between September 2016-May 2017.
Inclusion Criteria. The final sample of individuals met the following criteria:
•

Identification as male (Transgender female-to-male included)

•

Identification as African American

•

Have a Seropositive status (proof of status required)11

•

50 years of age or older

•

Completion of the ARTAS program

•

Residence in Hillsborough County, FL

Exclusion Criteria. The following characteristics excluded individuals from study participation:
•

Individuals who did not identify as male (Transgender Male to Female excluded)

•

Individuals who did not identify as African American

•

Individuals with no seropositive status

•

Individuals 49 ≤ years of age

•

Individuals who have not completed the ARTAS program

Key Informants
Interviews with key informants provided an invaluable perspective on the current state of
programming and care for aging individuals living with HIV. The insight provided can be used
to inform future research and program development to ensure that the biopsychosocial needs of
this burgeoning, diverse population are met. Key informants were identified from my own
database of contacts with whom she had established a relationship. These individuals work at
local Aids Service Organizations (ASOs), clinics and other community-based organizations

11

Individuals were pre-screened for this criterion upon enrollment into the ARTAS program.
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(CBOs) that provide social services to the study population. No cold calling or public
recruitment strategy was initiated. I created a list of potential key informants for study
enrollment (n=10). From this list, an initial phone call was made to each informant to gauge
interest in study participation. During the call, I described the study in full detail (e.g., risk and
benefits of participation, time commitment needed, privacy and confidentiality, etc.). If the key
informant expressed interest in participation a face-to-face meeting was scheduled, and the
interview was conducted. Of the ten key informants identified, six were interested in study
participation. During the interview, informed consent was administered, signatures were
obtained, and official enrollment was completed. Interviews were conducted between August
2017-September 2017.
Inclusion Criteria. Eligible Key Informants met the following criteria:
•

No age range, but expected to be 18 ³ years of age

•

Having had three or more years of experience in working with PLHIV
Be employed at an ASO located within Hillsborough County, FL

Research Phases
Phase I and II Participant Interviews with Older African American Adults
Face-to-face, semi-structured interviews were conducted to gain greater knowledge of the
health care concerns and experiences of Older African American Americans aging with
HIV/AIDS and with key informants from the ASOs, CBOs and the health care sector. A semistructured interview style was incorporated which allowed for me to be flexible with questions.
An interview schedule containing open-ended questions was utilized as the research instrument
to collect qualitative data.
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Older, Black American males participated in two phases of research within this
dissertation. The goal of Phase I was to create a general knowledge of characteristics and state of
health of a sub-group of older, Black American males LHIV in Hillsborough County. In the first
interview, self-reported demographic characteristics, and HIV/AIDS variables were obtained in
order to ascertain the backgrounds of the participants. Within this phase, I also administered the
Health-Related Quality of Life (HRQoL), a multi-dimensional concept utilized to assess the
impact of one’s health status on overall life satisfaction (Healthy People 2020, 2020). The last
portion of this phase consisted of assessing participants overall health care concerns, via freelists and pile sorts, in aging with HIV in Hillsborough County, FL. An open-ended discussion
occurred following these assessments to contextualize the data gather and further probe into
listing and pile sorting categories.
The goal of Phase II was to compare the life course perspective (lived experience) and
capture views on social death among older, Black males LHIV diagnosed pre-ART and post
ART. As a reminder, pre-ART (prior to 1995) persons are those who have been living with HIV
since before the availability of ART (prior to 1996). While post-ART, are persons who were
diagnosed after effective ART became available (after 1996) and have been living with HIV > 10
years (Brennan-Ing M. , 2020).To accomplish this goal, all thirty-five participants were
separated into their diagnosis cohort (pre-ART or post-ART). Three individuals from each era
(n=6) where then chosen at random for two additional in-depth interviews. Due to the lengthy
nature of the information being collected two separate interviews---one assessing the life course
perspective and one assessing views on social death—were conducted; further rationale for the
two interviews is provided below. A total of 12 interviews were completed with 6 participants
over a one-year period. Data was collected between July 2017-September 2017.
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Preparing Participants
I followed guidelines outlined by De Vos, Strydom, Fouche, and Delport (2011), which
elucidate how best to prepare the participant for the interview. I strove to prepare my research
participants by explaining the research purpose, topic and information that would be gathered.
Acknowledging that the dissertation topic could illicit hours of information, I prefaced the
interview by informing the participant that if they grew fatigued, that the interview could be
stopped and continued at a different date and time. I further made it a point to offer breaks
throughout the interview process.
Interview location
Taking into consideration my gender and that I would be conducting interviews alone, all
interviews were conducted onsite at the DACCO or off-site at a CBO or ASO, of the participants
choosing, in a private room. Interviews were not conducted at client’s homes. Though a much
richer ethnographic experience may have been captured if I had visited my participants’ home, I
did not want to place myself in a precarious situation. In addition, I did not want to risk lack of
in-home privacy for any friends/acquaintances/family members who were not informed
regarding the clients’ status.
Course of the interviews
All interviews in Phase I and Phase II, lasted approximately 2-2.5 hours depending on
how much information the participant wanted to share. All interviews were recorded via an audio
recorder, which enabled me to devote full attention to the participants and the interview process.
Field notes, which included participant non-verbal ques and other points pertinent to the
interview, were taken as needed throughout the interviews. I practiced skills for administering
‘The Life Story’ interview to elicit in-depth information from the research participants. All
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interviews commenced with general non-threatening questions and questions to gather
background information from participants. This enabled me to establish rapport and trust with
the participants. Following these generalized questions, I then followed-up with other questions
that were more sensitive in nature. I continuously clarified and reflected upon responses in order
to ensure credibility.
Interview challenges
A significant challenge that occurred during the process was that of maintaining attention
to the topic at hand. Most participants strayed from interview questions at one point or another
and would go on tangents that were not pertinent to the topic. Though the information did
provide some further insight into participants personalities and realities, topics (e.g., the bible)
weren’t necessarily relevant to the research goals. I found that I needed institute a fine balance
or being forceful yet, polite in order re-direct and get participants back on track.
Emotional contexts of interview
Though a very much part of their lives, participants divulging their experiences in aging
with HIV was not necessarily an activity conducted daily. All participants during the interview
expressed some variation of emotion(s) whether it was sadness, laughter, frustration or even
anger. Even I, became saddened by some of the details there were divulged. There were many
times that I had to remind myself to remain composed to maintain the focus of the interviews.
For some participants, being interviewed about life with HIV was an opportunity they had never
had. One person stated: “…outside of talking to my doc, I don’t talk to anyone else ‘bout this
stuff”.” Though participant interviews were not meant to serve as a therapy session, my
anthropological training had taught me to be empathetic as a listening and interviewer and create
a safe space where participants can speak freely and openly sans judgement. By the end of the
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interviews, many participants mentioned how “talking to [you] is easy” and expressed gratitude
to be able to share their personal stories with me.
Data Collection Instruments
Demographic, Healthcare, and Health Related Quality of Life Questionnaire
An open-ended questionnaire was developed for older, Black American males LHIV to
capture their demographic information, health status and concerns, and overall Health Related
Quality of Life (HRQoL). Information obtained through these open-ended questionnaires
included age, employment status, household income, sexual orientation, and type of health
insurance, among others. Moreover, the date and location of their HIV and/or AIDS diagnosis,
current medical issues, functioning status, medication/treatment regimens, social support
network(s) and current receipt of social (e.g., case management) and mental health services were
also collected.
Considering the debilitating and chronic nature of HIV infection, HRQoL serves as
essential tool to better understand the effects of this infection and treatment on OHIV (George,
Bergin, Clarke, Courtney, & Codd, 2016). Participants’ HRQoL was captured utilizing the
Medical Outcomes Study HIV Health Survey (MOS-HIV). This survey is an adaptation of the
Medical Outcomes Study (MOS) and was originally developed in 1994 to fulfill the need for a
comprehensive, brief instrument which could assess the overall well-being in persons living with
HIV (PLWHIV) (Wu, Revicki, Jacobson, & Malitz, 1997). The tool comprises 34 items which
include six scale scores (e.g., mental health, physical function, role function, general health
perceptions, social functioning, and pain) derived from the MOS-20-Item Short Form Health
Survey (SF-20) and components believed to be substantial in HIV disease (i.e., health distress,
QoL, energy/fatigue levels cognitive functioning) (Delate & Coons, 2001). In addition to these
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scale scores, there are two summary scores—the mental health summary (MHS) and physical
health summary (PHS)--which may be calculated from the MOS-HIV scale (Revicki D,
Sorensen, & Wu, 1998). This measuring tool has proven to be reliable with good psychometric
properties (Hsiung, et al., 2010; Mast, et al., 2004). It has been validated by numerous studies
and has been culturally adapted among diverse populations with availability in over 15 languages
(Scott-Lennonx, Wu, Boyer, & Ware, 1999; Schifano, et al., 2003; Ichikawa & Natpratan, 2004;
Paton, et al., 2002; Mast, et al., 81-94). The questionnaire was conducted via paper and was
administered verbally by me.
Free listing
To capture the health care concerns, I utilized ethnographic techniques of free listing. For
the free lists, participants were asked to list the greatest difficulties that had with living with
HIV/AIDS. I utilized semantic cueing—a technique which helps individuals arrive at an
answer—to facilitate full responses and enhance the participant’s recall of concerns and barriers
they may have. Brief open-ended interviews supplemented these lists where the I further probed
participants as to why they reported these items.
Free listing, a qualitative method developed by anthropologists in the early 1980s, has
been proven to be a powerful, rapid technique for defining semantic domains—particularly for
the initial definition of new domains (Bernard, 2011; Weller & Romney, 1988). Most
importantly it is a technique that allows for instant subject verification and for a ‘semi
quantified’ approach for identifying patterns and themes in responses (Weller & Romney, 1988).
The growth of qualitative and mixed methods approaches in research has led to increased
application of free listing in health research, particularly among vulnerable populations,
including people who inject drugs, people living in low-income settings, and people with mental
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illness (Kasprzak, et al., 2020; Karlawish, et al., 2010; Harris, Richardson, Frasso, & Anderson,
2018). In HIV studies, free listing has been commonly utilized to analyze a variety of
relationships (e.g., HIV infection and violence), for comparison between populations (i.e., in
relation to sexual orientation, ethnicity, gender, SES) and with other targeted groups, and for
assessing HIV knowledge of signs and symptoms (Murray, et al., 2006; US Department of
Health and Human Services, 1995).
Life course interviews and key informant interviews
I developed a semi-structured interview guide to elicit how sociocultural factors have
impacted the life-experiences (life course) of older, Black American males living and aging with
HIV. The ethnographic and qualitative approach of a semi-structured interview allowed for a
variation of topics and discussion points to emerge and enabled me to capture perspectives,
experiences, and stories of my participants, from specific contexts and time periods. I developed
the guide with reference to the ‘Life Story Interview’ model (Robert Atkinson, 1998), Life
Course Theory, and assistance from key informants who had experience and were
knowledgeable in working with the research population. The sample of informants involved in
this development process included, a health care professional, two individuals from a local ASO,
and an expert in the field of aging who provided additional input. The interview guide was
approved by the USF Institutional Review Board (See Appendices).
The premises for the use of a semi-structured interview guide were also applied to Key
Informant Interviews. I consulted USAID’s Performance Monitoring and Evaluation Tips On
Conducting Informant Interviews for reference in interview development. The purpose of this
guide was to elicit the social service and health care providers perspective on the current
challenges and facilitators in servicing older, Black American, males aging with HIV in
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Hillsborough County, FL. Per recommendation of USAID guidelines, interview questions were
not rigid so as to not inhibit free discussion. The number of questions in the guide were also
under the recommended cap (12). The semi-structure interview guide consisted of three broad
research questions that were highlighted in Aim 3: 1) What mental, physical, and psychosocial
issues are you encountering as you care for older, Black American, patients/clientele aging with
HIV in Hillsborough County, Florida?; 2) What particular issues do you as a provider face in
servicing older, Black American, patients/clientele?; 3) What do you feel is the status of current
programming and services in place to address the complex psychosocial issues for older, Black
American males, aging with HIV in Hillsborough County, FL?; 4) What program/service gaps
exists within Hillsborough County that are particular for older, Black Americans LHIV and
particularly males?; 5) What strategies can be implemented to address these gaps and maximize
the effectiveness of existing programs and services? At the end of each interview, I prepared a 1–
2-page interview summary sheet which reduced information into manageable themes and issues.
Each summary provided information about the key informant’s position, main points made and
other insights the informant had during the interview. This served as a supplemental information
to data analysis and coding.
Data Analysis
Continuous data analysis was conducted throughout the research collection process. Free
lists were cleaned to combine root words, synonyms, and words with similar meanings. The lists
were then analyzed using the computer program ANTHROPAC where scree plots were
produced. Smiths’ S was the primary statistic used for list analyzation and provided both the
frequency of an item across all respondent’s lists as well as its rank order on these lists. I
assumed that items mentioned early and often were the most salient to participants. A salience
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index was produced for each item across all lists. I further contextualized the data produced by
free lists by conducting a brief semi-structured survey with research participants following the
free-listing exercise.
A grounded theory approach was implemented for analysis of both life course interviews
and key informant interviews. I transcribed all audiotapes and interviews verbatim. In addition,
each transcription was simultaneously reviewed with participant and key informant audio
recordings and my notes to ensure thoroughness and accuracy. Next, I alongside a colleague,
underwent a process of open coding for 3 selected interview transcripts from each phase of the
project and from a key informant. Utilizing an inductive approach, the transcripts were analyzed
for salient themes and developed into a preliminary code book. My colleague and I discussed
parent and sub-parent codes found throughout the transcripts and compared and coordinated an
understanding of the definitions of codes. These codes were placed into a preliminary codebook.
Any emergent themes found throughout the transcripts were also coded and add to the
preliminary codebook. Following the discussion between both coders and the creation of the
codebook, transcripts were imported into Atlas.ti (Version 6) software where I further assessed
inter-coder reliability, cemented coder concordance and identified other discrepancies. Codes
that were agreed upon and missing/not matched were noted with ‘1’ and ‘0’ respectively.
Cohen’s Kappa, which measures inter-rater agreement for qualitative items—was applied to find
substantial agreement and until all coding discrepancies were reconciled throughout the
transcripts. Thematic and content analyses were then completed until saturation was met. I
independently continued to assess, analyze and code all participant transcripts following this
procedure.
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The MOS-HIV survey was graded by hand and analyzed utilizing scoring criteria
obtained via permission of researchers at John Hopkins Bloomberg College of Public Health,
which is the university that developed the scale. Surveys were analyzed by adding the raw scores
for each scale and then placing these raw scores between the range of 0 and 100 (Hsiung, et al.,
2010). A high raw score indicates better overall health, while a lower score indicates poor health
(Hsiung, et al., 2010). The PHS and MSH scales are transformed into a standardized scale (tscores) “with a mean of 50 and a standard deviation (SD) of 10 in the sample in which the
summary scores were developed (Revicki, D, Sorensen, & Wu, 1998; p.17). Individuals with
mean scores lower than 50 are said to have worse HRQoL.
Research Ethics
Appropriate steps were taken to ensure each participant who partook in this research
project was treated with respect, privacy and confidentiality of. The following sections provides
further information of measures taken to ensure that the research conducted was ethically sound.
No Undue Influence: I only engaged individuals who expressed interest and consented to
enrolling in the project. There was no coercion. During recruitment, all participants were
reassured that their participation would in no way impact their ability to receive any medical or
social services provided by DACCO. Although I was managing the program from which former
clients were being recruited, participants were informed that their participation was completely
voluntary. Their decision to participate or not participate and/or withdraw from the study did not
affect any current or future treatment or services that they received, nor provided them any
advantage over other patrons in receipt of services from DACCO. Walmart gift cards in the
amount of $20.00 were offered to all 35 individuals who partook in the study, with the 6
individuals who partook in subsequent interviews receiving an additional $20.00 each. As Fry
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and colleagues outline, incentives must induce research participants to accept risks that they
would normally not accept if they were offered a smaller incentive or none at all. Thus, due to
the size of the incentive and minimal to no risk in partaking in this research, I conclude that
undue influence was eliminated.
Risk and Safety Precautions: Out of respect for the sensitive nature of this research topic,
all participants were informed of their right to skip questions or withdraw from the research at
any time without penalty. In addition, I had information on hand for licensed mental health
counselors (LMHCs) at DACCO and other agencies where participants could go should they
have experienced feelings of distress when answering questions or recalling past events (e.g.,
circumstances of HIV diagnosis), illnesses, or describing relationships with family, friends, and
partners. I was also equipped with a contact at the Crises Center of Tampa Bay in case of an
adverse event. The Crises Center of Tampa Bay offers a gateway of services including suicide
and crises assistance, sexual assault services, substance abuse support, trans care, and traveler’s
aid. Though many participants did become emotional during portions of their interview, I did not
have to refer clients to a LMHC or to the Crises Center.
Privacy: To protect the privacy of participants during data collection, I obtained a
National Institute of Health Certificate of Confidentiality (CoC). The CoC serve as a safeguard
for participants partaking in research and enables researchers to refuse to disclose identifying
information or characteristics of participants in response to legal demands. Having this certificate
in place is particularly important when talking with individuals who disclose past or current
involvement in illicit drug use and/or sex work.
Furthermore, all research activities took place in a private room within DACCO or in my
office. Meeting in public spaces was avoided so as to prevent distractions and breaches in
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privacy. Each participant was assigned a unique study identification number that was used to
identify participants for all study material (recorded interviews, surveys). I documented the ID
assignment on a participant codebook form that linked all unique study ID numbers to
participant’s names. An ‘A’ in the ID distinguished the ID of an aging participant, while a ‘K’ in
the ID referred to a Key informant. The codebook was stored in a separate locked file, away
from consent forms, and other study documents (e.g., future contact forms). The codebook did
not contain any reference to the study name or the words ‘HIV’ or ‘AIDS’. It also did not list
names to any clinic/organization/agency that a Key Informant was associated with or employed
by.
Confidentiality: To ensure confidentiality, I conducted all interviews in a private, secure
room or office at DACCO. Specs of the room (e.g., no windows, sound proof walls) were
checked prior to commencing research activities. The reseacher also asked participants for
clarification of how they would like for her to idenity herself when being contacted via phone. I
noted these preferences on the participants ‘Future Contact Form’. Pseudoyms while in
communication were supplied when requested. Information regarding the study (e.g., title,
inclusion/exclusion criteria) were never left via voicemail. All physical data (e.g., surveys,
interview transcripts) was stored in a locked cabinet in my secure office at DACCO. All audio
data was immediately uploaded following recording to my personal work computer. These
recordings and other electronic data, analyses and information were encrypted, and password
protected. The computer in my office was also kept behind a key-padded, locked door. Only I
had full access to this data. Data was de-identified prior to acquiring coding assistance. When I
left my position at DACCO in 2017, electronic data was transferred to a thumb-drive and
downloaded onto a password protected laptop computer at my residence; once this information
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was uploaded, the data was erased from the office computer. Physical data was transferred to a
locked file cabinet in within my home. All data will be stored and kept for seven years and will
be destroyed when data utility is exhausted. All hard data will be shredded, and all electronic
data will be deleted.
Conclusion
This chapter provided an overview of the research methodology utilized in this study.
The chapter detailed the how particular qualitative research techniques were applied to capture a
general knowledge of the current state of health and lived experiences of older, Black males
LHIV. Chapter 4 will be the commencement of the results of this dissertation research and
provide a sociodemographic profile, including health challenges and Quality of Life (QoL) of the
35 males surveyed in Phase I of this research.
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CHAPTER FIVE: SOCIODEMOGRPAHIC PROFILE, HEALTH REALTED QUALITY
OF LIFE, AND CHALLENGES IN AGING WITH HIV
Introduction
This chapter will describe the sociodemographic profile of the 35 males who participated
in this research project. Also presented are participants’ reflections on current health concerns
and health related quality of life (QoL) as they age with this disease. These data are presented in
an effort to shed light on current challenges participants may have in managing and coping with
HIV, with hopes of identifying strategies and future areas to direct HIV programming and
funding.
I wanted to provide a principal methodological caveat to contextualize the dissertation
findings reported here. Research has shown that individuals who voluntarily partake in research
studies (i.e., self-select to participate in research projects, rather than be randomly selected), are
not representative of the general population being studied (Brassey, Mahtani, E.A., & Heneghan,
2019). With regards to general sex research and AIDS behavioral research, self-selected
participants have been found to report better health and mental health outcomes and greater
social support (Fenton, Johnson, McManus, & Erens, 2001).
Characteristics of Participants
Socioeconomic Status
Several socioeconomic status (SES) indicators were assessed. These include age, marital
status, sexual orientation, educational attainment, currently living status, employment status,
household income, and health insurance status (See Table 1. Sample Demographics). Participants
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ranged in age from 50 to 69 years (mean age=58). Of the total group 54% (N=19) identified
themselves as heterosexual and 40% (N=14) classified themselves as homosexual or bisexual.
Two individuals (6%) were non-identifying. Seventy one percent (N=25) lived alone and 14%
(N=5) lived with a relative. The remaining 14% of participants were unmarried and living with a
same sex partner (N= 2); unmarried, living with a non-intimate friend (N=2); and married living
with a same sex partner (N=1). The high proportion of individuals living alone is likely to have
significant implications on the need for reliance on the formal care and services systems in the
future.
Nearly 49% (N=17) of participants completed high school or received an equivalent
GED. Twenty-eight percent (N=10) had some post-secondary education or training; 23% (N=8)
had less than a high school education. Twenty-three percent (N=8) of the cohort had an average
gross annual income equal to or above $15,000. However, most participants (77%) reported a
current average annual income of $11,064 per year, with 71% (N=25) falling below the FPL
(U.S. Department of Health & Human Services, 2018). Fifty-eight percent (N=20) of participants
reported a decrease in overall income since receipt of their HIV diagnosis. Eighty-three percent
(N=29) reported eligibility for food assistance, while 60% (N=21) reported receipt of Medicaid.
Participants reported Social Security Disability Income (SSDI) (40%) and Supplemental Security
Income (SSI) (37%) as the primary means of income; only 17% reported employment.
TABLE 1. Sample Demographics
Age

N
25

50-59
60-69
Sexual Orientation
Bisexual
Homosexual
Heterosexual
Other

10
4
10
19
2
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TABLE 1. (Continued)
Marital Status
Single
Divorced/Separated
Widowed
Living arrangement
Living alone
Living with relative
Living with non-intimate friend (unmarried)
Living with same sex partner (unmarried)
Living with same sex partner (married)
Education
Less than high school
High School graduate
Some technical school
2-year degree/associate degree
4-year degree/professional degree
Income
≤$14,999
≥$15,000
% Below Poverty level
Source of largest portion of income
Supplemental Security Income (SSI)
Social Security Disability Income (SSDI)
Employment
Insurance, Savings, Pensions, Investments
Change in Income since diagnoses of HIV/onset of AIDS
Income decrease
Income increase
Income unchanged
Eligible for food stamps
Yes
No
Health Insurance
Medicaid
Medicare
Ryan White Funding
Other
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33
1
1
25
5
2
2
1
8
17
6
3
1
27
8
25
17
14
2
2
20
8
7
29
6
21
30
30
6

HIV/AIDS Variables
TABLE 2. presents participants HIV/AIDS variables and current HIV health status of.
Participants reported living with HIV for an average of 24.8 years. Research participants were
nearly split between being diagnosed pre-ART era (prior to 1995) (51%) and post-ART (after
1996) era (49%). Eleven participants were diagnosed with HIV between the ages of 41-49;
followed by diagnoses within the age range of 20-30 (N=10) and 31-40 (N=9). Two participants
were diagnosed under 20 years of age. One participant was perinatally12 infected with HIV,
while a second acquired HIV through unprotected sex at a young age. Three participants were
diagnosed as older adults (51+ years old). Thirty-one percent (N=11) of participants reported
having received an AIDS diagnosis ever in their lifetime, meaning they were given an AIDS
diagnosis at least once since.
Participants were asked how they believed they contracted the disease, of which the
majority (48%) reported contracting HIV through unprotected sex with a partner of the same sex.
Thirty-four percent (N=12) reported having unprotected sex with a partner of the opposite sex.
Two participants reported contracting the virus through unprotected sex with an anonymous
partner and four participants reported becoming infected through sharing needles via injection
drug use. The validity of this self-reported information is to be questioned, however.
Interestingly, a substantial number (N=8) of participants who reported being ‘heterosexual
reported contraction of HIV via an unprotected sex with a partner of the same sex. I question
whether some homosexual individuals labeled themselves as heterosexual due to the unwavering
stigma that remains attached to homosexuality in the Black American community.

12

Perinatal infection of HIV: Is the mother-to-child (MTC) transmission of HIV while a baby is in utero.
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TABLE 2. HIV/AIDS Variables
Variable
Time living with HIV (years)
Lifetime AIDS diagnosis
Yes
No
Average age at diagnosis
<20 years of age
20-30 years of age
31-40 years of age
41-50 years of age
51+ years of age
Probable source of infection
Unprotected sex with a sex worker/stranger
Unprotected sex with partner of the opposite sex
Unprotected sex with partner of same sex
IDU/sharing of needles/works
Diagnosis cohort
Pre-ART
Post-ART
Current HIV/AIDS status
HIV-positive asymptomatic
Undetectable viral load
AIDS diagnosis
Unknown viral load
Currently in medical care
Public (health dept.) Infectious Disease (ID)care
Private ID care
Frequency of medical care
Within the last 3-4 months
Within the last 6 months
Currently engaged in mental health services
Yes
No

85

N
24.8
11
24
2
10
9
11
3
2
12
17
4
18
17
10
20
3
2
18
17
27
8
4
31

Current State of Health
Twenty-nine percent (N=10) reported being HIV-positive and asymptomatic13. They
reported a normal range of CD4 T cell count (500-1500). Fifty-seven percent (N=20) reported
having an undetectable viral load14. Three individuals reported having an AIDS diagnosis at the
time of the interview. CD4 T-cell counts for these participants were 96,180, and 300,
respectively. These individuals reported being in the current care of an Infectious Disease (ID)
practitioner and receiving ART to increase their CD4 T-cell count to a normal range. Two
participants reported an unknown viral load.
All of the participants reported being engaged in current HIV medical care, with 51%
(N=49) accessing HIV medical care through a private infectious disease (ID) provider and 49%
(N=51) accessing specialty care services via the Hillsborough County Health Department.
Seventy seven percent (N=27) of research participants reported recurring visits every 3-4 months
to an ID physician, while 23% (N=8) of participants reported ID physician visits every 6 months.
A greater number (88%) of participants reported active engagement in supportive case
management. Those that did not report engagement were diagnosed within the past 5 years. Of
great significance was the low percentage (11%) of individuals who reported engagement in
mental health services, given the fact that research shows that mental health illness is prevalent
and has increased among this population (Rueda, Law, & Rourke, 2014; Furlotte & Schwartz,
2017; Rooney, et al., 2019).
TABLE 3. presents participant reported current medical issues. Pre-diagnosis, 60%
(N=21) of participants reported having had medical issues that affect the general population at

13

Asymptomatic HIV infection is a phase of HIV/AIDS during which there are no symptoms of HIV infection;
these individuals are not currently on ART.
14
Undetectable viral load: where the level of HIV virus is so low in their system the likelihood for transmission is
dramatically reduced.
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large (e.g., headache, flu). However, following HIV diagnosis, prevalence of medical problems
dramatically changed with 82% (N=29) reporting onset of two or more medical conditions.
Though several of these conditions were the same as those pre-diagnosis, the severity of these
illnesses increased to include cancers (e.g., lymphoma), diabetes, pneumonia, and shingles. The
report of other medical conditions, including falls, vision impairment, frailty and memory loss
further supports the phenomena of accentuated aging among OHIV. Studies have illustrated that
OHIV suffer from “cognitive frailty” where frailty and neurocognitive disorders (NCI) overlap to
TABLE 3. Medical Problems Reported
Pre-Diagnosis
Asthma
High blood pressure
Flu
Common cold
Arthritis
Cirrhosis15
Headache/migraine

Prevalence (N)
5
10
13
21
9
1
16

Post-Diagnosis
Asthma
High blood pressure
Shingles
Pneumonia
Diabetes
Liver
Vision impairment
Digestive problems
Lymphoma
Falls
Memory loss
Frailty

Prevalence (N)
7
16
18
4
9
13
11
23
3
12
17
12

Health Related Quality of Life (HRQoL)
TABLE 4. presents the results of the HRQoL of all 35 research participants. To restate,
the MOS-HIV Health Survey includes 35 close-ended questions which asses 11 dimensions of
HRQoL. They include general health perceptions, pain, physical functioning, role functioning,
social functioning, mental health, energy, health distress, cognitive functioning, overall quality of
life, and health transition (Wu & AW, 1996). These 35 questions are divided to produce a

15

This condition is a significant outlier of all medical problems reported. Only one participant reported Cirrhosis
due to increased alcohol use.
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Physical Health Summary Score (PHS) and Mental Health Summary Score (MHS). The number
of items asked within each aspect of health is illustrated in the table 4 below.
The Mental Health Summary score is a product of the dimensions of mental health,
quality of life, health distress and cognitive functioning. OHIV were asked to rate their level of
distress and emotional wellbeing in the past month (1= all of the time to 6=none of the time): 1)
How much of the time have you been a nervous person? 2) felt calm and peaceful; 3) felt
downhearted and blue; 4) felt down in the dumps that nothing could cheer you up; 5) felt
weighed down by my health problems; 6) felt discouraged by your health problems; 7) felt
despair over your health problems; and 8) were afraid because of your health.
The Physical Health Summary score is a product of the dimensions of physical
functioning, role functioning and pain. OHIV were asked to rate their rate their current health by
reporting their general perception of overall health status (1 = excellent to 5 = poor). OHIV were
also asked to report their general perception of health (1 = definitely true to 5 = definitely false):
1) I am somewhat ill; 2) I am healthy as anybody I know; 3) My health is excellent; and 4) I have
been feeling bad lately.
The remaining three subscales—energy, health perception and social functioning
accounted for both the Mental Health and Physical Health Summary Score. First OHIV were
asked to rate their current health by reporting their general perception of overall health status (1
= excellent to 5 = poor). OHIV were also asked to report their general perception of health (1 =
definitely true to 5 = definitely false): 1) I am somewhat ill; 2) I am healthy as anybody I know;
3) My health is excellent; and 4) I have been feeling bad lately. Possible scores range from a
minimum of 0 to a maximum of 100, with a mean score of 50 ± 10 standard deviation. Based on
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this, a good PHS is >50 and a good MHS score >50. The higher the score the better the quality of
life (QoL).
The results, illustrate that the HRQoL of the participants was within an average range
with a median Mental Health Summary score of 51.3 and median Physical Health Summary
Score of 50.6. However, this cohort scored low in the dimensions of energy and mental health
illness indicating that their physical and mental health functioning remain impaired. Further
discussion (as per below) indicates that poor physical and mental health functioning may be due
to impairment of long-term treatment of their HIV, the experience of aging with multiple
comorbidities, which may also be leading to neurocognitive decline. Reported pain level was
high and more than 50% reported low energy and fatigue. Yet, 91.5 % reported good physical
functioning which may speak to a level of pain-specific resiliency among these older males,
TABLE 4. MOS-HIV Health Survey Results
HRQoL Scores
Summary Scores
Mental Health Summary Score
Physical Health Summary Score
Dimension Scores
General Health perception
Physical Functioning
Role Functioning
Social Functioning
Cognitive Functioning
Pain
Mental Health
Energy/Fatigue
Health Distress
Quality of life

Median

Mean

51.3
50.6

52
50

64
91.5
90
100
84
87.9
49
58
72
70

60.4
81.8
79.3
82.5
74.8
76.6
51
59.6
69.9
67

Where they maintain relatively stable, levels of physical functioning despite experiencing
ongoing and persistent pain (Gonzales, et al., 2019). Surprisingly social and role functioning
were high and contrary to the challenges reported by these participants in the section below. It is
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important to keep in mind that 100% of participants reported being in care, with a majority
reporting good immune function and viral suppression (some reported an undetectable status).
This could have led to biases and overreported outcomes in general health perception and
physical functioning of these participants.
Challenges of Aging with HIV
The qualitative analysis of the free-lists and accompanying brief open-ended interviews
revealed four key challenges to growing older with HIV. As seen in TABLE 5., the primary
theme reported by more than half of the participants (N=25) was that of having insufficient
access to resources. Transportation was a frequently identified need, with participants listing
‘Not having a way to get stores buy things I need’ and ‘Getting to the doctor’s office’ as
obstacles faced due to lack of transportation. Several participants indicated desires to live
elsewhere but, due to Hillsborough’s poor transportation infrastructure, have been forced to
reside in “not so great” areas to access public transportation (e.g., bus). One participant reported:
I love the country….it was so nice living out there. But I ain’t got no car. So anytime I
had to go to an appointment, I had to get someone to take me. I just got so sick of
botherin’ people…trying to bribe people to take me places. It’s just hard. So, I had to
move over this way, which I just don’t like ~Participant 16, age 55.
Another participant corroborates this problem by saying:
You know this area ain’t so great. These young folk’ doin stuff out here. But, it’s all I can
afford, and there’s a regular [bus] stop rIt outside... and it doesn’t take friggin forever to
get where I need to go…to get food, go to the doctor…I could walk if I needed to. I don’t
have to make an appointment either. Thing with these handicap buses [HART Plus]…you
have to book them in advance…which is great for my medical appointments, but what
about everything else? People [case managers] automatically think that that bus is our
saving grace. Yea….[chuckles]. No.~Participant 32, age 54.
Participants further expressed there the increased need for greater food and housing support, with
many expressing that they do not have enough money to live on. Participant 17, age 51, shared,
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“We have a big housing problem. We have drug use goin’ on here too...and I’m sensitive to
that.” Another participant, further elaborated:
We also got nothing addressing meals here. I feel like I’m always having to put food
aside[rationing] because I’m never sure where my next meal is going to come from. I
spend a good part of my day looking for the next free meal because you know these food
stamps are a bit of a joke right? I mean who can live on 50 bucks a month of
food?”~Participant 27, age 59.
Additionally, lack of age-and gender specific support and medical services was an identified
challenge. Several men shared that a bulk of programming and services were targeted towards
“young folk’” or women and children. A participant expressed:
I know of none [HIV programs tailored to older adults] in the area. There is no space for
us…nowhere for us to just go and talk to others like us about issues that affect us. That’s
why we just keep it all bottled up. ~Participant 25, age 55.
Participant 12, age 60, further commented on the consequences of lack of programming for older
men, stating: “You know what that tells me? That’s saying that men are not as important as
women…that we aren’t active members in our families and our communities, and that’s not the
case. We have a role. We should be at the table.”
Social support, or lack thereof, was a second emergent theme for research participants
with statements such as “finding someone who I can talk to and “having someone to help when
things are going bad” being listed. Participants expressed having limited personal and impersonal
social networks, which led to increasing feelings of loneliness. Living independently, which was
reported by a large majority of participants, may further play a factor in these feelings. On
participant shared:
All my family members know about my status. It aint’ no secret”. But, you know, they
off doing their own thing and the friends I do have, have their own struggles [HIV
positive] to contend with. So I dunno, sometimes I just get that feeling that I’m alone
...like no one really cares about me. ~Participant 20, age 62.
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These feelings of isolation were further corroborated, with several participants listing as “feeling
discouraged, despair and depression”.
Despite all participants stating that they were engaged in appropriate care and treatment,
many admitted that they were concerned with the long term physical and social effects of the
virus, as they aged. Fear in relation to the course of illness and “fear of the unknown” were
listed. A particular concern was whether someone would be there to care for them. A participant
detailed:
I worry about this [HIV status] as I get older, because you know, they say as you get
older it gets worse. What happens one day if I wake up and I can’t walk? Who is going to
be there to help me, care for me?…like all of that goes through my head… ~Participant
35, age 64.
Fear of the unknown further extended into the “fear of more suffering.” A number of males
reported already having to manage multiple chronic illnesses (e.g., cardiovascular disease,
hypertension, and diabetes) and feared if their body could physically handle the stress, or
“suffering” if more illness presented. As one participant shared:
Since 2007, I’ve been coming down with all these [health] problems. I’ve had cancer
twice. And now I’m dealing with this degenerative arthritis. I know this may have a lot to
do with the virus, but what else is coming? ~Participant 19, age 63.
One participant, number 30, age 61 who was diagnosed before the advent of ART, went as far as
saying that he preferred knowing he was going to die than living in this “unknown stratosphere”.
Another participant, questioned whether he would have to be selective with his treatment,
stating:
….my doctor told me that my cholesterol is getting really bad now and that my HIV
meds may be a cause of it. I’m sure that my family history doesn’t help things, but if the
[HIV] drugs are making it worse, then doesn’t that mean I’m going to have to stop? I
mean it’s either that or I have a heart attack. It’s like I’m dammed if I do and I’m damned
if I don’t. ~Participant 9, age 55.
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A final factor, though not as prevalent as assumed, was that of continued HIV stigma.
Participants stated that a “lack of knowledge” was the premises for continued stigma within their
community. Statements such as, “prejudice and discrimination because of my [HIV] status”
“rejection by family and friends” were mentioned during the free listing exercise. Participant
number 11, age 53, said, “It’s terrible here [community] for us positive individuals…the stigma
is so bad and keeps us at bay and from asking for help and for the things that we need.” Another
participant underscored his concern and shared that he has kept his HIV status hidden. He
shared:
…’cause a lot of people just don’t want to talk with people like us [HIV positive]. They
just turn us away ‘cause they don’t want to deal with us. They be thinking that they might
catch it somehow. They aren’t educated enough and they [community members] are too
close-minded to want to learn more about it [HIV] ~ Participant 7, age 58.
Due to his community being so close-knit, he has had to keep his HIV status a secret. A third
participant, number 10, age 58, reported that the feeling that the healthcare system also
reinforced HIV stigma. He stated, “…you know there are just some doctors that look at you a
certain way, not my HIV doctor, but other doctors…you get that cold feeling. You feel it in their
attitude.” Several males expressed that they experienced stigma because of their identifying as
gay. As one male, participant number 14, age 50, shared, “Once you disclose that you are [HIV]
positive they automatically jump to think that you got it because you are gay, or you’ve had gay
sex.” Participant 4, age 53, shared that he feared rejection by his church if community members
found out he was HIV positive. He stated, “They [church members] know that I am gay. That’s
not the problem, but I fear they will not be so accepting of me if they found out that me and my
partners are both [HIV] positive.” As a result, many participants shared feeling “guilty and
shameful” about having HIV and in turn, internalized this stigma.
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TABLE 5. Themes and Subthemes: Challenges faced with Living with HIV/AIDS
Access to Resources

Social Support

Comorbidities and HIV
Stigma

Not having a way to get stores buy things I need
Getting to the doctor’s office (transportation)
Forced to “live in "not so great" geographic area
No housing or food support
Gender- specific programs
Having someone to help me when things are going bad
Finding someone who I can talk to
Feeling that no one cares about me
Feeling hopelessness and despair
Fear of the unknown
Fear of more suffering
Prejudice and discrimination
Rejection by family and friends
Finding a physician to treat my illness
Feeling guilty and shameful because of my status
Lack of HIV knowledge
Being rejected by my church

Conclusion
This chapter presented a sociodemographic snapshot of the 35 participants who partook
in Phase I of this research. Results of the MOS-HRQoL revealed participants were overall,
satisfied with their life. Yet, lower scores in mental health and physical functioning indicate that
this population is experiencing impairment due to long-term treatment of HIV and related
comorbid conditions. Though CD4 and viral load assessments are important, they do not
encapsulate the full effect of HIV on overall HRQoL. A such, HRQoL assessments should be
integrated into HIV care and conducted on a routine basis. OHIV further expressed challenges
they face in aging with HIV in Hillsborough County, FL. Factors included: poor access to
resources, lack of social support, increased burden of comorbidities, and pervasive stigma. The
following chapter will present the outcomes of semi structured interviews conducted with six
participants where Becker’s Framework on “Life Disruption and Reorganization” was applied.
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CHAPTER SIX
LIFE DISRUPTION AND REORGANIZAITON: FROM HIV DIAGNOSIS TO AGING
WITH HIV
Introduction
The aim of this chapter is to present how Becker’s Framework on “Life Disruption and
Reorganization” was applied to investigate how OHIV have /or have not reorganized their lives
and established continuity in response to the interruptions brought on by their diagnosis. The
perspectives of six older, Black American males who are aging with HIV and their ongoing
experiences are highlighted. To begin, the key tenets of Anthropology of the Life Course,
disruption, and reorganization, are revisited. Subsequently, a description of the way in which
Becker’s framework was applied within this dissertation research is provided. Finally, the
findings on disruption and reorganization of the participants are presented.
Revisiting The Life Course Disruption Framework
Utilizing the life course framework, Becker focuses on understanding what occurs when
normative life expectations are not met due to unexpected life events or conditions. Normative
refers to prescriptive life stages that correspond with societal expectations. Life Disruption refers
to an experiences/events that strays from the normative (e.g., disability, chronic illness, HIV
diagnosis). Life Disruption has also been characterized as a ‘discontinuity’ as it opposes the
continuous stability of the life course. Becker highlights the fact that individuals who undergo a
life disruption often feel indifferent towards other members of society and experience
powerlessness. She underscores how individuals institute “rehabilitation strategies” following a
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disruption in order to create order out of “chaos” and regain power and control over their lives
(Becker, 1997, p.40). Hence, Life Reorganization refers to the process whereby individuals work
to restore or regain order in their lives after experiencing a deviation from what was supposed to
occur (e.g., specific life events) and what they were supposed to do (e.g., specific life roles)
(Becker, 1997). This process of reorganization brings individuals back to order and creates
continuity. Becker details that following a disruption, individuals feel a strong urgency and
personal responsibility to restore their lives to their pre-disruptive state. He further postulates that
it is not possible to continue life until the future has been reorganized and “normalcy” has been
restored (Becker, 1997, p. 17). However, Becker asserts that the idea of what continuity is has a
“culture-specific shape.”. In the U.S., this shape is influenced by Western ideas that the course of
life is linear, and the life span is seen as hierarchical. However, “when this concept of the life
course is translated into experience of individual people, there is a great deal of slippage because
real lives are more unpredictable than the cultural ideal” (Becker, 1997, pg.5). Thus, Becker
argues that the idea of continuity is an illusion and a state that is never truly accomplished due to
ongoing disruption in people’s lives. I apply these concepts to gain a further understanding of the
experiences of disruption, reorganization, and continuity of older, Black American males, aging
with HIV.
It is important to note that one of the greater challenges I faced during the conduct of this
research was the operationalization of Becker’s Theoretical Framework of Life Disruption. To
date, little research has delved into assessing the socio-cultural consequences of aging with HIV
among older adults, much less among minority men. Thus, this research was very exploratory
and did not make use of any previously established, validated instruments to understand the
experience of the research participants in their aging with HIV.
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To begin to apply Becker’s framework and develop my questionnaire, I conducted a
literature review to identify all pertinent literature on the life-course and life disruption. Most of
the earlier works focused on ‘disruption’ as it pertained to the loss of bodily expectations or
functions, such as those characterized by Rheumatoid Arthritis (Bury (1982, 1986) and Infertility
and Stroke (Becker, 1999). While later works focused more on how receiving a diagnosis with a
chronic/terminal illness such as cancer (Faircloth, 2004; Williams 2001; Salamonsen, 2016) can
cause disruptions in one’s social and life course expectations. The works of Pierret & Canicabum
(1995) and Merrian et al (2001), particularly explored life course disruption-or as referred to in
these works, biographical disruption, --among individuals living with HIV.
However, it was Navadal’s (2012) dissertation on the experiences of HIV disruption and
reorganization, that played an integral part in the development of my research questionnaire.
Throughout her dissertation research, Navadal explored how to apply the life course framework
and theories of disruption and reorganization to capture the multi-dimensional nature of the lives
of individuals living with HIV. Navadal formulated a preliminary interview guide for gathering
information about the life course and disruption. This guide was used to inform the type of openended interview questions to ask my research participants and also to assist in establishing
coding categories (mentioned in Chapter 4). Questions regarding disruption, reorganization and
continuity came about while I was exploring the life histories of six individuals—three
diagnosed in the pre-ART era and three after the advent of ART—who were aging with HIV. I
became interested in understanding how these individuals interpreted the impact that living with
HIV/AIDS had on what they considered their ‘life path” from initial diagnosis to aging with their
HIV diagnosis. Thus, to explore HIV disruption, reorganization, and continuity a temporal
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perspective was adopted during these interviews. Participants were asked to reflect on the time
they were diagnosed with HIV and now, in the present, as they age with this chronic condition.
Though it would be easy to assume that an HIV diagnosis would cause an immediate
disruption in the lives of individuals, that was not necessarily the case for the six participants
who took part in this research. The life course following disruption with an HIV diagnosis was
also not linear in going from chaos to order. Thus, these findings will present the various ways in
which HIV disruption and reorganization can be understood using the lens of Becker’s Life
Disruption Framework. Findings that cannot be analyzed in such way or that conflict with the
framework are also presented.
Meeting the Participants
First to contextualize the findings of this research, it is necessary to offer a detailed
background of the individuals who participated in the study. The following biographical
sketches of the six participants offer a glimpse into their stories as individuals living with HIV
who are experiencing the aging process. All the names used are pseudonyms.
William (pre-ART era)
Born in 1957, William was raised in South Florida. He had a religious upbringing with
his father being a Methodist Minister. He was heavily involved in the church, was part of his
prayer group, and helped serve food in the church kitchen. William was diagnosed with HIV in
1990 at the age of 33, after having “the worst hook-up of my life” with a female friend. Upon
confirmation of his diagnosis, he began making funeral arrangements and assigning
beneficiaries. For a year, he was deeply depressed and full of anxiousness, regret, and guilt.
However, William stated, “I woke up one day realizing that I can’t stay stuck on stupid for the
rest of my life…I have too much to live for.” William shared being inspired by other long-term
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survivors and seeing how they were taking HIV medicines every day and fighting the virus. This
served as a motivator for William---“It showed me that I could do that too!” Disclosure was the
greatest obstacle for William in living with HIV. Though most of his family and friends became
aware of his diagnosis after several years, he did not disclose his status to his mother until 2013.
Due to her being in a fragile state of health, William thought disclosure of his status would have
“sent my mother to her grave.” Even so, William shared that his mother had a keen sense that
something was different. Once, during a visit, she asked William, “Are you sick? You look like
you may be sick.” Today, William is in good health and his viral load is stabilized. He stays busy
attending support groups and being involved in the church, singing in his choir, and serving as a
trustee.
Tony (pre-ART era)
Born in 1958, Tony comes from a long line of family employed in the healthcare
industry. His mother is a healthcare administrator, while his sister is a registered nurse at a local
hospital. Tony, himself, was attending school to be a nurse practitioner when the HIV epidemic
first emerged in the 1980’s. Tony’s mother and sister were among the first cadre of AIDS
caretakers to work in the hospitals’ AIDS wards. Tony volunteered daily alongside his sister and
recalled helping to care for and provide comfort for the individuals hospitalized in the ward. As
he states, “when I was diagnosed in 1984, I really wasn’t in shock…I was already pretty familiar
with HIV. I knew what the disease did.” Tony’s partner passed away from AIDS-related
complications in 1984. Tony admits knowing that his partner had HIV. However, little was
known regarding the etiology of the disease and how it was contracted. When news regarding the
sexual transmission of the virus came to light, Tony and his partner began using protection.
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However, by then, it was too late. After his partner passed, Tony was in no rush to get tested. It
was not until one and a half years later that he received a positive test result.
Darnell (pre-ART era)
Born in 1962, Darnell was diagnosed with HIV in 1992 while incarcerated. He was 25
years old and, as he stated: “In jail, the disease was out of sight out of mind. Also, I just thought
it was one of those things that could never happen to me.” Darnell went against his better
judgment and became involved with a man during his incarceration. When other inmates found
out whom he was involved with, they told him, “Oh damn son…that guy’s got it”. Even then, he
did not rush to get checked. It was not until he felt a knot in the back of his neck, that he decided
to get tested. Darnell shared that his test result came back indefinite and further tests had to be
done. However, he had an inkling that he was positive. He felt the disease manifesting quickly in
his body. Darnell detailed how his body began “wasting away;” he weighed a measly 110 pounds
at the time of diagnosis. Doctors placed him on several vitamins and Ensure shakes to improve
nutritional and weight levels. It was not until two weeks following his HIV test that he received
confirmation of a positive test result. Darnell shared, “when I received, my diagnosis my mind
went blank. At that time, I didn’t know much about the disease. But what I did know was that it
was taking people away real fast. I wasn’t ready to accept that; I wasn’t ready to die.” Darnell
shared that he did not come to terms with his diagnosis until five years post-incarceration, in
1997. “It wasn’t until after I got out of jail that reality hit. My count while in jail was 2000, but
when I got out it was 350….that’s when I knew that I had to get on medication.”
Edward (post-ART era)
Born in 1969, Edward was enlisted in the Army in 1988 at 19 years of age. He was
discharged in 1991 when, as he shared, “my partyin’ years began.” He was diagnosed at the
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county health department with HIV in 1998 at the age of 29, following a “casual hookup” with a
male. Edward knew of the man’s HIV status but stated “[I] was out drinkin’ and druggin’ and
didn’t care.” Edward only began to come to terms with his HIV status when he was arrested for
possession of paraphernalia and was sent to county jail where he received HIV testing. Edward
shared that serving time in jail caused him to dwell on his diagnosis and he completely shut
down. He interacted with no one. Although he was offered the opportunity to begin a medication
regime while in jail, Edward decided against it. “Back then, the HIV clinic was separated from
everything else. People started asking questions as to why I was called to see a doctor in that
[HIV clinic] area.” Edward was released from jail in 1999 and enrolled into a drug treatment
program. It was then that he decided he needed to not only control his drug addiction, but also to
manage his life living with HIV. In 2013, Edward began getting involved in local organizations,
and governing boards and educating others about HIV. However, the desire to be so forthcoming
about his life and living with HIV was not always there. “I was really nervous, but I saw that I
had to educate folks.” Today, Edward is happily married to his sero-discordant partner of five
years, and his viral load is undetectable. He continues to be an HIV advocate in his community.
Roger (post-ART era)
Born in 1972, in Miami, Florida, Roger was enlisted in the United States Army from
1978 to 1984. He was honorably discharged and decided to move to Hillsborough County,
Florida. “Being that I did my time in the Army, I thought I could just wild out…. didn’t know
that having some fun was going to lead to this [HIV].” Roger shared that the thought of having
HIV never crossed his mind. “If it weren’t for my friend who dragged me to the Miami Dade
Health Department in 1997, I don’t know what would have happened.” In detailing the day he
received his diagnosis, Darnell shared his response was unlike anything nurses had seen before.
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“They [nurses] were making such a huge commotion over me and beating around the bush with
giving me the news. When they told me, I said, “I’m positive? That’s it? I thought you told me I
was going to be dying tomorrow!” I let out a sigh of relief. Honestly, I began laughin’!” The
nurse practitioner kept asking Roger if he was alright as laughter was not a usual reaction to
receiving a positive diagnosis. However, Roger shared that he had an “optimistic spirit about the
disease.” He further shared, “I didn’t think that being [HIV] positive was a negative thing. I
knew I could get on the meds eventually…there were some good new ones rollin’ out at the time
and things were lookin’ up for those who had it [HIV].” Several years following his diagnosis,
Roger received further news that he had prostate cancer. “..Now the cancer… that knocked me
down. That’s when thoughts of death crossed my mind.” However, Roger shared that he
“buckled down” and focused on taking care of himself. He stayed adherent to his medication
regime and cancer treatment. Twenty-eight years later, Roger is happily cancer free and has an
undetectable viral load.
Clint (post-ART era)
Born in 1973, Clint, was the youngest participant at diagnosis (25 years old). He detailed
being very much in the know regarding HIV and how to prevent transmission. He shared that he
had attended educational seminars where individuals living with AIDS would speak about their
experiences and their fight to stay alive. “I knew protection was everything. I was very much into
using condoms. I even had my own condoms because I didn’t trust anyone else with their
condoms. I had friends in the 80s’. I saw what HIV did to them. I wasn’t going to let that be
me.” However, Clint never knew that his ability to negotiate condom use would be stripped away
from him. In 1998, while serving time in prison, Clint was beaten and raped by four males one of
whom was HIV positive but did not know it at the time. Clint described the horrific pain he
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endured following the incident sharing, “I woke up in the infirmary…didn’t even know that had
happened until I went to the bathroom and s*&t was just not right…the nurses there had to stitch
me up. My jaw was broken.” Shortly following the incident, Clint was transferred to a local
county jail to serve the remainder of his sentence. It was there that Clint received word that one
of the males that raped him had tested positive for HIV. Clint immediately requested testing. His
results were negative initially, but Clint has an inkling that his status would change. Subsequent
testing six months later showed not only a positive result, but that he had acquired three different
strains of the virus and had “full blown AIDS.” Clint shared, “I remember thinking, NO NO
NO….why me? What did I do to deserve this? Please Lord, just kill me now. I don’t want to live
this life.” Following the diagnosis, Clint fell into a deep depression and attempted suicide three
times. It took a “jet black queen” {woman of trans experience}, who was also living with HIV,
that was admitted to the prison, to convince him to live. Today, Clint shares that he lives with an
undetectable viral load and is “healthy as an ox.” He serves as a condom ambassador for a local
AIDS Service organization and is also certified to provide rapid HIV testing throughout
Hillsborough County.
Findings
HIV Disruption at Diagnosis
Two of the six participants interviewed, illustrated experiencing major HIV disruption
upon diagnosis. The characterization of HIV disruption was based on life being highly altered
upon receipt of diagnosis, without immediate evidence of reorganization or continuity. These
participants described chaos upon receipt of their diagnosis, denial in dealing with HIV, bodily
disruption (due to medication side effects), and emotional and mental health distress. The cases
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of Darnell, diagnosed in the pre-ART era, and Clint, diagnosed in the post-ART era, present
ways in which the early phases of living with HIV can be lined with disruption.
Darnell, age 59 and HIV positive for 27 years, described his initial diagnosis experience
in the following interaction with me:
Interviewer: If I were to write up a book based on your life in living with and aging with
HIV and divide your life into phases, Phase I—Diagnosis and Phase II-Living and aging
with HIV, how would you title the first Phase?
Darnell: Well…I’d actually have to have a prequel to Phase I.
Interviewer: Why is that?
Darnell: Because my body wreaked havoc on me before I even received word that I
really had it [HIV]
Interviewer: How so?
Darnell: I was literally wasting away while I was waiting for my diagnosis...not that I
really needed my diagnosis to know what was going on in me. I had lost so much weight.
It was so weird because it was like I was fine one day…moving around and doing my
own thing… and then I suddenly just couldn’t move. It’s like I became disconnected
from my own body.
Interviewer: Ok, so following the prequel, what would Phase I be titled?
Darnell: A roller coaster.
Interviewer: Can you elaborate on why you would title it that?
Darnell: Because soon after I got my diagnoses I was getting released from jail. Which,
you know, should be a happy time. Instead of being happy though I had to deal with this
[HIV diagnosis]. I still couldn’t come to terms with it [being HIV positive]. But what I
did know was I had to get on meds to get better, because that’s what everyone was telling
me to do so that I could continue on living. So I got on em’. But, when I finally did
[began medication], my body was put through another roller coaster of having to be on
those harsh pills [HAART]. The effect of that stuff [medication] was just so bad.
Interviewer: How would you describe or define your life during that time?
Darnell: I’d say I felt like I was locked up--- in jail all over again. It like I was locked
away in my own body. I was chained to those meds. No matter how sick they made me, I
had to continue to take ‘em. And there was lots of ‘em to take. I was so fuckin’ nauseous
all the time. Couldn’t keep nothing down and had explosive diarrhea… I couldn’t go far
from the bathroom. I was trying to be strong and listen to everyone when they said to
keep on the meds as that was the best thing for me…to keep me alive. But I started
thinking, I’m taking these meds, so I don’t die, but these meds are so bad, what if THEY
kill me? When I saw my doctor, he wasn’t even sure the meds were going to keep me
alive! So, like what was I doing this all for if I was going to die anyways?
Characterizing his disruption with words such as “roller coaster” and “havoc”, Darnell’s account
illustrates that being diagnosed with HIV/AIDS created a major disruption in his life. He shared
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attempts to reorganize his life in the early phases of being diagnosed but stated facing challenges
in overcoming disruption due emotional distress of receiving an HIV diagnosis and the harsh
side effects of ART on his body. The unknown outcome of treatment further exacerbated
Darnell’s experience of disruption and inability to reorganize his life.
Clint, age 47 and HIV positive for 22 years, reflected on his HIV/AIDS diagnosis
following a rape incident while he was incarcerated:
Clint: Everything that happened was surreal. The rape in itself was hard to process—
even the docs didn’t know what happened until they checked me out at the clinic after
they found me. When they confirmed it, I kept asking myself, “Did I bring this on? Did I
do this to myself?”. Then I was hit with further news that one of the rapists had it [HIV]
and that I needed to get tested. Then the waiting game began…
Interviewer: So in one word, how would you describe that time in your life?
Clint: The ‘In-between’.
Interviewer: Can you elaborate?
Clint: Because I felt like my life was in limbo. I was living this ‘in-between’ of being
raped. I mean the fact that it actually happened…there was proof of that. My ass was
ripped, and bleeding and my jaw had been broken. But then there was the in-between
about waiting to find out if I was positive and to see if I had any other diseases [STIs]
that could have been given to me. It was just a period of so much unknown.
Interviewer: Besides not knowing whether you had any STIs, what was so uncertain?
Clint: Well, like if I had ended up having diseases-especially HIV, like why would I
bother making plans? Following everything that had happened, I was uncertain about
making plans and girl I had some PLANS! I wanted to get myIf a place, find a
job...maybe in time find myself a beau…you know, put all the stuff that had put me in
priI, behind me. Start fresh...be new. But, I told myself if I had that virus, that was it for
me.
Interviewer: And following the in-between, how would you describe what happened
next?
Clint: Survival
Interviewer: And why is that?
Clint: Because [girl] I survived! When those tests results came back---I was negative for
everything! It was a weird feeling, ‘cause I felt like I had ‘beat the odds’, you know? Like
you were put through all of this, but somehow still came out on top? I was on such a high
[girl]. I felt like a weight was lifted off my shoulders. I felt like I could finally come to
terms with what happened [rape incident] and put it all behind me. I could finally, finally
get on with my life and put all this shit behind me.
Interviewer: And following survival?
Clint: Following that…I would…I would have to say…a downward spiral [starts to cry].
Interviewer: And why is that?
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Clint: Because [girl], I got retested for HIV awhile after that…and when thatIme back…
thI results said...I had the AIDS...FULL BLOWN. You know what getting news like that
was like? That was like being told, “Clint—fuck your plans, you gonna die.” At that
point, I thought, “What was the point? Why even try anymore?” I just decided I wanted
to end it all.
Interviewer: So, you decided that ending your life was the answer to your diagnosis?
Clint: [Girl] Yes. I tried and failed [smirk] to end it [commit suicide] numerous times.
But I guess God wasn’t ready for me yet.
Interviewer: But the course…the outlook of HIV/AIDS was changing a lot…for the
better when you were diagnosed.
Clint: Yea, I know. The docs kept reassuring me that the new meds were coming
out…that more people were surviving with it [HIV]….that all I had to do was take ‘em
and bring up my numbers [CD4 count]. I mean…I didn’t need for them to tell me that. I
had seen and spoken with [HIV] survivors.
Interviewer: Sure. So, you weren’t even tempted to try?
Clint: I dunno…Maybe because at that time, I just never thought I’d be one of those
survivors. I didn’t want to know how to live that life [living with HIV]. Worse yet, I had
seen the life of survival. What if I was one of those that didn’t made it? I had saw people
who had fought it—took the meds and listened to the docs—and then still died.
Interviewer: So it wasn’t a risk or a limb, maybe I should say, that you wanted to take at
that time?
Clint: I just didn’t know what to make of it then. I also thought, what if I did take that
chance….what would my life be like? Would anyone want to be with me? Talk to me?
What if people at work found out what I had? Would I get fired?
The stories provided by Darnell and Clint offer two examples of the intense disruption
and suffering individuals may experience upon the onset of a chronic health condition like HIV.
Laurence Kirmayer (1994) states that when illness occurs two orders are affected –"the order of
the body and the order to the text, or narrative” (pg. 40). As Kirmayer asserts: the “inescapable
circularity exists between the two: expectations about the order of the body are expressed in the
order to the text (Becker, 1997, p. 39). Thus, when the circular process is interrupted, that is,
when individuals are unable to resolve bodily disorder through establishing order in their
narratives, “intolerable dissonance” is created (Becker, 1997, p. 39). Darnell describes a reaction
that is typical for an individual diagnosed with a life-threatening illness, which is that of his
newly found awareness of his body. He went from “moving around” one day to being debilitated
the next. He becomes self-consciously aware of having a body; one that can be fallible. He
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further illustrates trying to resolve bodily disorder and continue his life narrative through taking
ART. However, he remains in disorder as his body is not reacting well to the medication.
Furthermore, his attempts to unify bodily order and narrative order is fraught with uncertainty as
he is not given a guarantee or reassurance by doctors that the medication, he is taking will
actually work.
Clint’s example further illustrates how the threat of death--in his case an AIDS
diagnosis—can destroy one’s sense of order and ability to reorganize life. During the time he is
waiting for his test results, Clint describes his vision of the future, without “diseases”, but shares
that his life would be over if he tested positive for HIV. Even when the proposition of taking
ART is discussed following his diagnosis with AIDS, Clint shares how he is unsure of how he
will manage living as an individual with an HIV diagnosis. He expressed fear of living in
liminality and the unknown of the trajectory of the disease. He details not knowing how to
integrate living with HIV into his daily life. He also shares fears of rejection and how the illness
would impact those involved, such as future partners. Experiencing these feelings of continual
uncertainty as a result of a chronic illness is referred to as ‘illness uncertainty’ (Mishel, 1988).
The Theory of Uncertainty in Illness, developed by Merle Mishel in the early 1980s, explains
“how patients cognitively structure a schema for the subjective interpretation of uncertainty with
treatments and outcomes…The desired outcome…is a return to the previous level of adaptation
or functioning” (Clayton, Dean, & Mishel, 2018, p. 49). Despite Clint’s knowledge that ART can
facilitate his reorganization, there remains the “unremitting uncertainty” and social and physical
ramifications of living with HIV (Clayton, Dean, & Mishel, 2018).
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Disruption and Reorganization at Diagnosis
Unlike the two participants who underscored major disruption and difficulties with
reorganization, one participant, William, detailed experiencing disruption, but instituted
reorganization following initial HIV diagnosis. He described a variety of issues related to the
way HIV disrupted his life, including fear of death, initial shock upon diagnosis, and selfinduced social isolation. Despite these disruptions, he was able to make life adjustments and
adopt strategies of coping and survival. William illustrated a “fighting mentality” in how he dealt
with his diagnosis. Even during the earlier phases of HIV disruption, he was actively planning
ways in which to work towards continuity. An excerpt from William, diagnosed with HIV in
1990 at the age of 33, below:
Interviewer: Can you tell me what your life was like after you found out about your
diagnosis? What life was like then?
William: Well…to make a long story short. I started to plan my funeral following that
date [date of HIV diagnosis]. I really didn’t think I was going to live very long from
everything that I heard happenin’ to those who had it [HIV]. So, I wanted to be
[pro]active and leave everything set so that no one would worry. Following that, I just
isolated myself…cut myself off from everyone. I fell into a sort of depressing state and
just began to accept my impending death. But, I wasn’t scared or anything. I knew my
life was in God’s hands then. I just wanted to be prepared and wait it out and let the virus
take me when it was ready.
Interviewer: But then?
William: Then? [Long pause] Well I lived in that world for like a year I was just waiting.
After that...I remember I saw on TV some stories of people who were fighting it...taking
their meds and pushing through. So, I realized that I needed to get out of this pause. This
hold on myself. I couldn’t stay stuck on stupid for the rest of my life! I had too much to
live for. Something just clicked in my head and that’s what motivated me to want to
move on. To live.
Interviewer: What did you do then?
William: [pause; holds hands up; makes fist with both hands] I looked my HIV square in
the eye—I looked in the mirror---and said, “I’m not going to die of you [HIV] today!” I
told myself, “This ain’t going to kill you, if they [HIV survivors] could do it[fight], so
could you. I said, “This thing is going to have to catch me runnin’.”
Interviewer: So, what were the next steps that you took then?
William: So I began learning how to live with it [HIV] and plan my future. My first steps
were to get to the health department. I got me a great doctor and nurse who joined me in
the trenches [the fight]. I got on meds, that was my amour to help me beat this battle. I
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also talked with people. You would have been so surprised [chuckled] to know how
many people here [referring to Hillsborough County] had it, but just couldn’t
talk…wouldn’t talk ‘cause they were afraid. I just learned how to go on continue on,
plain and simple. The livin’ wasn’t easy at first, but I joined a [support] group and had
God… that was all I needed then.
Despite the emotional distress from his initial diagnosis, William took on a resilient approach.
Rather than remain submissive to the situation, he challenged the virus to a “fight” and shared
how he would not let the virus control him. Rather, he equipped himself with the knowledge and
health care and gear, such as medication and therapeutic services, to resume his life despite
experiencing negative effects of living with HIV.
Becker asserts that to create a sense of continuity, one’s life story must be reconstructed
to fit a new set of life circumstances. She further states that the restoration of normalcy entails
the preparation of a place for such new circumstances and that the reorganization process is a
time to ponder about new and different ideas regarding one’s life (Becker, 1999). Should these
new life circumstances and possibilities be found acceptable, they can then be incorporated into
one’s identity. William illustrates this in his practicality of dealing with the disease. At diagnosis
he takes personal responsibility and institutes a plan of action towards dealing with his new
condition. Though, this plan of action eventually leads Edward to “pause” his life—what Becker
characterizes as— “period of limbo” (Becker, 1999, p.145) --he then comes to acknowledge that
his diagnosis is permanent and part of him, but subject to his control. William restores a sense of
normalcy to his life by seeking ART treatment and making use of social support services.
Essentially William summarizes his situation in being diagnosed with HIV as a temporary hiatus
in a stream of continuity.
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Continuity at Diagnosis
Three of the six individuals interviewed, described no major disruptions resulting from an
HIV diagnosis. Throughout their interviews, these participants reported continuity in following
receipt of an HIV diagnosis. Tony serves as a primary example of life unaltered or undisrupted
by an HIV diagnosis. Diagnosed at 26 years of age, he described that his ability to continue
onward with his life was due to his extensive knowledge and familiarity with the virus. As he
described:
Tony: I was in the thick of it all, working alongside my mother [healthcare administrator]
and sister [nurse practitioner] when this whole thing [HIV] unfolded. I stared at HIV
straight in the eyes. It was nothing new to me So, when I got it [HIV] it didn’t phase me.
To be honest, I was sort of waiting for it due to my partner having it. It wasn’t a matter of
if but when I’d be diagnosed. I know that just sounds crazy, but it was just a matter of
time. Maybe because what I had seen…that’s why I wasn’t so worried? Like, there
wasn’t anything I didn’t know? Yes, sure I know not all bodies are the same. But I had
seen the good and the ugly…Maybe because I knew the action or next steps that need to
be taken when I did find out? You see, I wasn’t fearful. I knew I would eventually have
to just take my meds and continue on with my life.
Tony’s work in the HIV field and his daily interactions with the virus caused him to take the
virus at face value. He normalized the effects of HIV, stating he knew the “expectations” and
“next steps” unlike other participants views of HIV which were described as “unknowing”. His
ability to circumvent these thoughts enabled him to remain in continuity.
Edward, diagnosed in 1997 at the age of 32, detailed that his prioritization of substance use
over his diagnosis was the primary reasons he did not perceive his HIV diagnosis to be
disruptive. He details below:
Interviewer: In a nutshell can you tell me how life was when you were diagnosed with HIV?
Edward: I mean. I really did not care…. really paid no attention to it. I was out there
partyin’ drinkin’ and living my best life. Even when I got my test results back from the
county [health department] I didn’t worry. The only thing on my mind at that time, was
where was this ‘boy’ going to get his next fix? I used the drugs to block it out. Being arrested
is honestly what saved me. Couldn’t be on anything [drugs/substances] in jail so I think that’s
when it came to mind more because my mind became clear. Even then though, it’s not like I
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sat in my cell and dwelled on it. Even when they ran a whole bunch of tests on me, including
one for HIV, and the results were right in my face, still didn’t do nothin’. I didn’t want no
part in starting pills or even being seen by their doctors; people would have saw and talked
like they do. Like I said, I didn’t really make any changes in my life till they let me go
[released from jail]. I kept on like normal.
In the early phase of living with HIV, Edward opted to continue his drug use rather than coping
with this HIV. As Edward described, despite having known whom he contracted HIV from, he
was addicted to cocaine use during that time and worried more about his “next fix” than about
attending to his diagnosis. His medical condition only came to the forefront when he was
arrested for paraphernalia and served time in jail. Yet, even when offered to begin treatment in
jail, he denied participation. Thus, he did not see HIV as a major life disruption and “kept on like
normal”. The decision to become sober and to consider HIV treatment did not cross his mind
until his release from jail. Edward’s story provides a unique insight as to how an individual’s
social environment can influence perceptions as to what constitutes or does not constitute a
disruption.
Roger took a resilient approach to dealing with HIV diagnosis detailing that other chronic
conditions took precedent over his HIV Diagnosis. Like Edward, Roger’s ability to remain in
continuity was primarily due to focusing all his energy on fighting cancer. As he details below:
What HIV? Girl, at that time, that HIV was out of sight and out of mind. I wasn’t even
worried about it really. I told myself that I’ll get to it [treatment] when I get to it. Right
then, all my energy was focused on battling this cancer. I honestly felt that the cancer
diagnosis was worse than the HIV diagnosis if, I’m being honest.
Life Course Patterns Aging with HIV/AIDS
Disruption and Reorganization: Aging with HIV
Through experiencing major disruption upon initial diagnosis due to the side effects of
ART on his body, Darnell illustrated that the introduction of new HIV medication in his
treatment regime allowed him to regain control on his overall health and begin the process of
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reorganization; the “roller coaster” brought on by invasive treatment had finally subsided. As he
shared:
Oh, how things have changed. I’m blessed really, cuz’ for a moment there I just wasn’t so
sure I was going to make it…you know..be here and able to tell my story to someone like
you. That [HAART] treatment got so bad… I stuck with it, but it was such a shitty time.
It was enough to drive you to want to be done with life. But I’ve always been a person of
prayer. So I’d pray that medicine was going to get better. Sometimes I thought I was just
crazy..wishful thinking. But whatever… because it happened! When that new pill
[Combivir] came out..I was like..wow. It was such a relief. When my doctor said he
would start me on that medicine, I grieved. I know it’s weird, like, you supposed to be
happy! But I was grieving because the ol’ me, full of pain and misery, was finally going
to be gone. Not that I was going to miss that or what have you. But how do you wrap
your head around the fact that in a blink of an eye, you thought you were going to die and
then with another blink you are told you are going to live? It’s just crazy.
Darnell provides evidence for the pattern of disruption and reorganization and depicts how he
was able to regain control of his health and physicality through improved HIV treatment, which
provided him the opportunity to live longer and now age with HIV. Yet despite emphasizing
reorganization, Darnell experiences other disruptions as he ages with the virus. He details:
Interviewer: So the new treatment transformed you and your physical health
tremendously. How do you feel now that you are aging with HIV? Do you feel you are
where you want to be?
Darnell: Life is ok now. I haven’t been sick like that in a long time. Still having issues
with my weight. Seems I don’t have an appetite sometimes. Still have to chug those little
bottles of Ensure {chuckles}. I have a program that helps me pay for that…but yea, I
mean my health, its way better. But, am I where I want to be? Not so sure about that.
Interviewer: Why do you say that?
Darnell: Because I overcame the medication part. I mean I’m here now all these years
later. And yea, I’m growing old which is something that I never thought to be possible.
But it’s for sure not over. It’s funny because a lot of people think it is. Like, oh you got
the good stuff, so you all good now. You should see how my doctors look at me now.
They say like, “Oh look how far you’ve come, good for you! You’ve done it!”. But that’s
just part of it. I don’t think I’ve ever had any one really ask me, “Well what else do you
need to help you get back to living, like real living”. Having control over the disease
itself is one thing, but what about other things?
Interviewer: What do you mean other things?
Darnell: Well HIV isn’t, like, my entire life. At least ,…I don’t want it to be my entire
life. There are other things to accomplish. And I feel getting to accomplish those things
are more important than the HIV. I had to quit workin’ when I got so sick, so I want to
get back into something. I don’t want to be sittin’ around the house all day. I feel like I’m
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going to go crazy sometimes. I need a purpose, a reason to rise, or else taking this new
med is all for nothin’….i feel, like you know, I got better and now no one pays attention
or cares really, I wonder if it’s because I’m old? It don’t matter because I’m not dead yet,
so maybe I can’t do what I want to, but I needs to do something. I do know that there is
always the chance that my HIV will step in and stop it all…I know that anything I start
may stop, but I won’t know till I try.
Darnell is going through what Doka (1993) describes as the ‘recovery phase’ of what
once was considered a terminal illness. In this phase, he is attempting to reorder and resume his
life now what he has physical control over the disease. However, he is finding it difficult to
revert to the life experienced before illness, due to his inability to establish a social purpose (e.g.,
employment). He calls out his HIV providers who are only concerned wi—the superficial—acet
of aging with HIV-- physical health--and do not concern themselves regarding other
psychological or social aspects that are key in his ability to successfully age with HIV. He
further feels that his old age, may also be influencing his inability to re-establish his purpose in
society.
Clint was the second participant who depicted how he has reorganized his life as he’s
aged with HIV. During his interview, he provided evidence of reorganization detailing that he
has put past events behind him; has a better grasp on living with HIV; and has augmented his
role within his community and is educating others about HIV. Clint shared:
“I found as the years have gone on, I’m just getting out more and more. I stay busy
talking to groups, speakin’ places. I’ve overcome a lot you know…the rape will forever
be a part of me… But I have come to accept it, live with it, and love who I am. And I
love talkin’ to people about it, my journey. Really...I do. I think too it’s really important
to talk about condoms and how its [HIV] transmitted. Everywhere I go girl, I’ve got
condoms on me. People gotta know that yea, we aren’t dying instantly from this disease
as much anymore because we have the treatment, but this disease hasn’t gone nowhere. It
is still here. It is hard to live with now, and as I grow older it is even harder. Whew...my
body is beginning to feel it.
Thus, despite Clint’s ability to evolve from initial disruption to reorganization by his
evolving role as an advocate in his community, he experiences bodily disruptions due to
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suffering from multiple comorbid conditions, which are being further exacerbated by his age and
diagnosis. He details below:
Interviewer: You said that this disease is still hard to live with, especially now as you
are growing older. Can you elaborate a bit on this?
Clint: Yea well…I know I’m still look young honey {chuckles}, but this body is starting
to feel old, you know what I mean? Really in these last couple of years, it’s [symptoms in
body] gotten worse. I’ve developed [osteo]arthritis in my hands and feet which
sometimes makes moving [my body] difficult. There are times that I’ve had to cancel
going out [into the community] because it’s just so hard to get out of bed. I also have
some BP [blood pressure] and heart issues that I take meds for and, I’m dealing with
depression too. So it’s a bunch of things all together. I’m sure all of this is just starting to
unravel inside me {chuckles}. Lord one day I’m just going to rip at the seams.
Clint’s account provides evidence of reorganization and his attempt to work towards continuity
through his ‘acceptance’ of his seropositive status and through integrating back into society and
creating normalcy in his life through imparting knowledge regarding HIV in his local
community. However, he continues to experience life disruption as he is now dealing with the
ramifications of compounding chronic conditions that are likely associated with the
manifestation of HIV in his aging body.
One would expect that individuals who established continuity earlier within their
diagnosis would maintain this continuity into their later life in aging with HIV. However, this
was not the case for Edward. As aforementioned substance use initially kept him in continuity at
HIV diagnosis. He described ability to engage in all activities or roles he desired and how an
HIV diagnosis had not hindered his desire to do so. Again, he had not thought of the impact of
HIV on his life, until he was release from jail and had enrolled in substance use treatment. On his
reflections on aging with HIV illustrated he shared:
Interviewer: How would you say your life is currently?
Edward: I’d say I’m still just trying to find my way. I mean that’s what life is about
right? Always trying to find your way… I’m 28 years sober so that’s a blessin’…. Not
detectable [undectable] and I’m lucky to have found my partner, Sabrina, who supports
me no matter what. I’m out in the community talkin’ to younger kids and adults, sharing
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my story—our [sero-discordant partner] story of being together. So, I’d say life is good. I
have a lot to thank God for.
Interviewer: Well congratulations! Sobriety, undetectable status, and having support in
your life. Those are all major triumphs. I applaud you. Do you feel now that with this
good foundation you are able to accomplish what you’ve set out to do with your life,
particularly now as you are older?
Edward: Well..yes and no. I mean..that’s a good question. Before I got help, I didn’t
think I really knew what I wanted to do with my life. But now, I feel like I found my
calling. I love being out there, educating others, especially the young ones as they have
become so complacent about this [HIV]. I don’t have kids of my own to educate, so in a
way, I’m like a grandpa whose telling stories about the war and how they fought in battle.
Only my war was with drugs and my day-to-day battle is HIV. But {sighs}, I feel like I
found this calling to late…
Interviewer: What do you mean? How so?
Edward: Well, all those years of drinking and drugging are catching up with me. Even
though I stopped, the damage to my body has been done and with my age this HIV…it’s
just gotten harder. It’s making it hard to keep on like I want to. It sucks because I finally
feel like I’m where I’m supposed to be, but now I fear I’m going to run out of time before
I can really leave my mark here [society] I just want my body to last a little longer. How
can I make it last a little longer?
Edward’s compelling account is a unique example of how the life disruption from HIV/AIDS
may not make immediate impact in a person’s life. The turning point for Edward was his
transition from substance use to sobriety where he came face-to-face with his HIV diagnosis.
Yet, even as he has organized his life---sought treatment for substance use and HIV—the
prolonged effects of years of substance use and HIV on his aging body are causing life course
disruptions and hindering his ability to play an active role in society.
Roger, like Edward, is another example of experiencing disruption and reorganization
following continuity. He described that he did not experience major disruption from HIV as he
was too focused on battling his cancer. He even described that his body didn’t recognize his
seropositive status as it too, was busy thwarting off the cancerous cells in his body. As he stated
below:
Roger: “My body could only take care of one thing at a time. So we dealt with the HIV
first and then we moved onto the HIV. Like I told you earlier, I knew there was treatment
out there and when I and my body were ready, we would go on it. But, I had to give my
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body time. It’s not like I was in denial or anything, just needed to let me body do its
thing…one thing at a time.
However, following his successful cancer treatment and starting ART, Roger shared
experiencing a disruption in his social circle, with family and friends that were there supporting
him cancer abandoning him in his fight against HIV. As he shared below:
Interviewer: So now you are in remission and cancer free. How are things? How do you
feel?
Roger: You know, this may sound stupid, but sometimes, I still wish I had it [cancer].
Interviewer: What…why would you say that?
Roger: Because I had a whole team rally behind me. From the docs to the nurses, to
family and friends. They were there always, when I needed help to get to appointments,
get me food, help me with other things..hell they even did a fundraiser for me one time to
help cover the chemo. But.now? Where are they? I feel like an abandoned ship. It’s like
they viewed me differently with cancer. Like supportin’ my fight against cancer was ok,
but supportin’ HIV, oh no..can’t do that. So now I’m alone. Just alone.”
Continuity: Aging with HIV
Two participants—Tony and William--illustrated continuity in aging with HIV. Tony’s
life remained unaltered from initial diagnosis due to his familiarity in working with HIV. As he
ages with HIV, Tony remains in this state of continuity. He shared:
Interviewer: So, tell me now, has anything changed with you as you’ve aged with HIV?
Tony: “…still unphased by it all. I Nothing has really been affected honestly. I’ve
continued doing whatever I wanted to do with my life. I finished school, started working.
I’ll be retiring in a couple of years, so that will be a big change. I wonder what I’m going
to do with my life after that really, but yea…everything is good. Meds, CD4 count,
everything.
While Tony illustrated continuous disruption, William evolved from consistent disruption
and reorganization to a state of continuity. Rather than view HIV as something he needed to
continue to “fight” he has normalized the virus and has accepted it as part of his life. This in part
is due to improved ART regimen, which has reduced the footprint of HIV in his daily routine. He
describes below:
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Interviewer: So how would you say your life is now, aging with HIV, in comparison to
where you started?
William: Well, I’d say pretty darn good… Still keeping to the routine, I started. I start
my day about six o’clock in the mornin’. Have my breakfast and then suit-up![take my
pills]. I’d say that aside from the meds, I really don’t think about it much no more. At one
point back in the day I was taking… hmmm… let’s see… like 4-5 pills a day, so I almost
had to think about it like, 24/7 but now I’m down to two…. I still go to my support group
from time to time, but it really just depends on what’s going on. I have choir practice on
Monday and Wednesdays in the afternoon. In between all that, I do other stuff you know,
pay the bills, wash clothes, cook, make sure my place is cleaned up. I stay busy. Helps
keep my mind right and keeps me fightin’.
Social Death
In discussing the lived experiences from initial diagnosis to aging with HIV with the six
participants above, reflections on philosophies of social death also surfaced. Within these
discussions, many participants expressed how, though advanced in treatment has kept them
biologically alive, they face numerous obstacles---ageism, HIV stigma, loss of social support—
that have contributed to their social demise in society, thus causing a “social death”. As
previously defined, social death is “a situation in which there is absence of those behaviors
which we would expect to be directed towards a living person and the presence of behaviors we
would expect when dealing with a deceased or non-existent person” (Kastenbaum, 1969: 309;
Kastenbaum, 1977). Thus, below are salient themes that highlight these participants’ journeys
from diagnoses, treatment, and present-day status. Central to these themes is the issue of social
death manifested in different degrees and at different points in time.
Being Left Behind
All participants diagnosed during the pre-HAART and early post-HAART eras felt as
though they are being socially excluded due to being left behind in current HIV initiatives.
Though their lives have been saved with life-altering HIV medications, they still face unique
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challenges which, they feel, are not being recognized by HIV organizations and policy makers.
As Darnell stated:
HIV is so mainstreamed now…so much is focused on prevention and so that those of us
who’ve been living with it for so long are sort of being forgotten. Which don’t get me
wrong, [prevention] is good, but, don’t forget about us! A lot of programs that were once
available back in the day have kind of fallen to the wayside. We [individuals living with
HIV] are all lumped together now, but we aren’t all the same.”
Pre-HAART participants stated that their being “lumped together” gives them the feeling that
their personal histories and experiences are not distinguished, but rather, considered the same as
the experience of older individuals diagnosed with HIV today. As William stated, “There is a big
difference between a 50-year-old person who has HIV and a 75-year-old person who has HIV.
We were diagnosed in two different worlds.” Pre-ART individuals detailed how they struggled
with uncertainty of illness and tried to assert control over their lives. As a result of this
uncertainty, participants detailed creating maladaptive coping strategies which lead to their poor
psychosocial outcomes. Several participants reported experiencing symptoms compared to posttraumatic stress disorder (PTSD), alongside recurring depression, anger, and fear. Even after
many years, survivor’s guilt is also prominent among the pre-ART participants. As William
further shared, “Why me? Why are all my friend gone and I am still here?” Research has
demonstrated that prolonged illness uncertainty can lead to decreased interpersonal functioning
and quality of life (QoL) (Mast M. , 1995; Varner, et al., 2019).
The feeling of being hidden is particularly evident among gay, bisexual, and other men-who
have sex with men (MSM) and who are aging with HIV. Several participants shared
experiencing a “triple stigma” associated with public misconceptions regarding HIV, ageism,
and homophobia. Some shared how social programming is primarily focused on young adults,
because HIV is not seen as something that affects older adults. Four participants also detailed
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that of the existing LGBT social services and programs were inadequate. Few programs
comprehensively address the impact of living and aging with HIV nor do they address other
syndemic factors—substance use, mental health and poverty—that are prominent among these
aging males. Adding some context to the multiple psychosocial burdens that this population
faces, Darnell shared:
I am one of those older adults that I’m always dealing with [things] like keeping a roof on
my head and a stomach full of food, not to forget staying sober. I don’t really focus on the
fact that I have a virus. For me, it’s just there—it’s one of many pieces of my life puzzle.
Furthermore, participants iterated that there is already a shortage of health care providers who
are trained to provide culturally competent HIV health care. With the greying of the epidemic
has come the greying of the HIV health care field. They fear this shortage will result in
regression in the quality of care they receive. As William stated:
Early on when this [HIV epidemic] first came out and I’d see my doc, I was simply defined
by my number. It didn’t really matter what my name was. It was...what is your [CD4]
count? How much of the virus do you have in you? What can we do to raise your numbers?
Didn’t matter what my name was or where I came from. It’s like I was a specimen or
something. But, you know, things change. Today, my doc spends a lot of time with me,
going through all my issues, side effect of the meds and whatnot.
This further extends to the provision of culturally competent LGBT care. As Tony iterated:
I’m so worried as my doc retired this past year and the nurse practitioner I have will be
retiring soon too. These are my people…my family really. They’ve practically been with
me from the beginning [of the epidemic]. I’m so open with them…probably way too open
with them [laughs]…about everything…my partners, sex… But the thing about them is
that they don’t see me for being POZ but as someone who is living it up. I’m afraid that
these new docs won’t really SEE me. They are just going to treat me like any other patient,
collect my numbers [CD4 and viral load] and send me on my way.”
As the excerpts presented above suggest, the participants expressed a real concern about
the potential loss of the relationship they have been able to cultivate throughout the years with
their doctors and nurses. This sense of loss is further exacerbated by considerations about their
future, which leads them to ponder their long-term plans.
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Long-term planning
Earlier in the HIV epidemic there was not much space nor time to think about long-term and
end of life planning. However, with the prospect of growing older with HIV becoming more real,
participants are worried of how they will be taken care of living with HIV as aging individuals.
As William stated:
How will we older folks be treated as we approach our twilight years? So many of us were told
that we had only several months to live and… now? Now, it's 25 years later and I’m left
worrying about who will be there to tend to my needs as I start to lose the ability to tend to
them myself?
Several participants also mentioned that since the introduction of anti-retroviral therapies, end of
life issues have ceased to be of great concern. When discussions regarding end-of life planning
occur, physicians are hard pressed to recommend resources for hospice and palliative care. In
addition, numerous participants discussed their concerns about needing to move into assisted care
facilities as they age. These participants expressed fear that such places will not have the expertise
in dealing with their disease, and that they will face covert discrimination and deemed “unworthy”
of care due to being HIV positive. As Roger shared:
I wonder…when I make it to one of those places what people will think of me? Will they sit
with me when I’m at the dining hall? Want to interact with me? What about the staff there?
Will they answer my calls in the middle of the night if I’m in pain? How quickly will they
respond to me?
Furthermore, MSM participants’ fear of entering a nursing home is two-fold, as they feel
they will not only be discriminated against based on their HIV status, but also on their
identifying as MSM. For these participants, worries about inadequate care and potential
isolation/ discrimination in facilities where they will need to reside when they are no longer able
to care for themselves may also relate to overall loss of social connections in other areas of their
lives, as discussed below.
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Loss of Social Connections
All participants detailed an impending social death due to the “chipping way of
connections” and difficulty in replenishing these severed relations. Several pre-ART participants
detailed initially surrounding themselves with other PLHIV, creating informal networks upon
diagnosis due to lack of support from friends and family. However, for many of these
participants, the HIV positive peers who survived the initial years of the epidemic are dying due
to natural causes as they age and non-related HIV health issues. Often, the few family members
that knew about their diagnosis and accepted them have relocated and no longer live within
proximity to them. For some, some familial relationships just never recovered. Such is the case
for Roger, who shared:
For me, many of these people [friends diagnosed with HIV] are gone now. Nobody else has
felt the lost that I have; gosh I lost so many friends. And nobody will be able to understand
it really. I always thought these guys [my friends] would be there for me; that we’d grow
old together. But now, I’m the only one left out of all of them; the only one who hasn’t died.
They were my family. My blood family that I for sure thought was going to be…supposed
to be… around for me... They ain’t there.
Due to continued vigilance regarding disclosure of their status, many participants described
hesitation in establishing new connections for fear that people will be uncomfortable being
around them due to their HIV disease. As Roger continues:
I’ve had people say: go out and mingle….make new friends…but go out and mingle with
who? I have this fear of what people would think of me if they knew [HIV positive status].
Also, I don’t want to go through the whole rigmarole of having to disclose again. What if
they accept me? What if they don’t? I’m just to old’ for that…I’ll just keep to myself.
Alongside the hesitation in establishing new friendships, is the hesitation to engage in
intimate relations. Three participants detailed how the current laws criminalizing HIV—the
punishment of exposing another person to HIV-- has caused them to think twice prior to
engaging in sexual relationships or completely forgo entering these relationships. Thus, they are
driven into further isolation. As Clint shared:
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Let me start with saying, I. LOVE. Sex. But, you hear of this criminalization thing? I don’t
understand it. If I am always taking my meds like the doc says and if I use a condom that
makes the chances for someone else to get it so, so low. So why do we have these laws in
place? What if that person has ‘the clap’ or herpes? Do they get arrested for giving me that? I
feel that those [STDs] things are worse because there isn’t any meds to take to block you from
getting that. You just find out you got it AFTER the fact. At least with HIV I’m taking my
meds and I’m preventing it from the get-go. But hey, all I know is I don’t need to be arrested.
I’ve already gone to jail and I certainly don’t need this nonsense [criminalization of HIV] to
send me back.
Even when there is the motivation to go out and make new connections and disclose their
status, participants from both pre- and post- HAART eras shared that they consistently bounce
between social acceptance and social exclusion. It is a repetitive, roller coaster of emotions that
is debilitating and exhausting. As Edward shared:
It fluctuates daily. One day I might get shunned…talk about ‘this ol’ dirty man got that
virus…don’t give him Ir hand’. Some other days, I’m looked at like a hero...an
inspiration…talk like “You have lived this long with it [HIV]…that is unbelievable!’. You
learn how to tolerate it but, damn its tiring.
However, despite it being exhausting, two participants stated that the roller coaster of emotions
has allowed them to build resiliency and has even motivated further advocacy. As Clint notes:
There are certain individuals that have just crossed me off their social list. There ain’t nothin’
I can do to change that…so to them I may no longer exist, but I continue on my way. I know
who I am, and I continue to live my best life without ‘em. If anything, I’m stronger without
‘em! Their opinions of me don’t affect me and the impact I’m trying to make in my community.
The comments presented here highlight the loss that the participants have experienced as
their social networks erode for a variety of reasons, including the death of peers. Such loss
presents challenges for the males’’ physical and emotional wellbeing and underscore their
vulnerability in their (actual or imagined) attempts to create new relations as they age with HIV.
The resulting feelings of isolation and “social death” are further compounded by those who also
experience a major shift in their productive capacity as they age with the disease, as described
below.
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Social death due to loss of productive capacity
For many participants, working prior to their diagnosis with HIV, was a central part of
who they were---a contributing member of society. As Darnell described “I really liked my line
of work. I worked with my hands and fixed up houses. My work kept my mind in a good
place…kept me going and kept me alive.” However, upon receiving a positive diagnosis, the preART participants quit their jobs, spent their retirement accounts and savings, and cashed in their
insurance policies based on the assumption that their life was coming to an end. Similarly, those
diagnosed in the early post-ART era quit their jobs due to the unpredictable nature of the disease.
Many of these participants detailed being limited by their occupational functioning due to
fatigue, physical and cognitive limitations, medication side effects and frequent medical
appointments. However, with revolutionized HIV treatment and breakthroughs (e.g., one-pill a
day drugs) living life with HIV has dramatically improved so much so that it has caused
participants to consider returning to the workforce.
Yet, a return to the workforce is lined with its own stressors. One issue is that of
continuation of benefits. Most participants reported being on long-term disability or public
assistance benefits (e.g., housing support, social support services, food assistance), which due to
eligibility requirements, force them to keep their income low. These benefits provide stability
that many participants do not want to discontinue for employment. As Edward stated in
discussing the idea of returning to work, “I haven’t really had to give it [work] much thought.
It’s Black and White for me. I just can’t go back—not the way I want to anyways…” Although
programs such as the ‘Ticket to Work’ and ‘Work Incentive Improvement Act’ of 1999
(TWWIIA) provide opportunities for those receiving benefits to supplement their earnings
through work, the anxiety regarding health insurance and medication coverage remains. Most
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participants receive assistance with premiums and with out-of-pocket costs for prescription drugs
through programs such as AIDS Drug Assistance Program (ADAP) and Medicaid. This
prescription coverage is essential, particularly for PLHIV who are not only aging with the virus
but are dealing with non-infectious comorbidities--- cardiovascular disease, hypertension and
type 2 diabetes—with high drug costs. Edward continues, “I fought hard…it took time to get on
this [ADAP]program… and Medicaid helps me out a lot for my other meds .. I can’t lose that
help. I want to work, but just can’t risk it.” Thus, participants described being forced into a
socially gray area, where they want to avoid social death by re-entering the workforce, but run
the risk of physical death, should they lose the benefits that are extending their physical life.
The question of identity derived from participating in the workforce is also important to
consider and can further make it difficult to combat social death. Participants may have left the
workforce with a specific set of skills and sense of self that is now currently out of date or no
longer relevant. Aging PHIV may find that they physically cannot conduct the type of work they
previously did. Participants, like Darnell, who enjoyed hands-on work, shared,
“This work [construction] is all I know. Even when I was in jail, I kept myself busy doing
hands-on stuff. But, the HIV caused me to get arthritis real bad in my hands now and I
just can’t do that type of work no more. Sure, I do odd end things for people…even did
some small painting work on my neighbor’s house. But nothin’ like I used to do before.
So, if I could go back to work, what would I do? I’d be lost. I don’t know anything else
than what I know.”
Returning to work additionally poses serious challenges related to the many stigmas that
are associated with PLHIV. The process of obtaining employment may involve disclosure of
serostatus, particularly given the fact that there may be large gaps in employment history. In
addition, the need for accommodations (e.g., extended or more frequent breaks) may also cause
PLHIV to have to disclose their status to employers, thus making themselves vulnerable to
potential discrimination. As Williams described, “Disclosure to my family was bad enough for
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me. Heck, took me up until 2013 to tell my mom. I’m in a good state now. And those that know
[about HIV status], know. I don’t need to open up another can of worms. I’m too old for that.”
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CHAPTER SEVEN: PROVIDER PERSPECTIVES
In 2014, the joint United Nations Programme on HIV/AIDS established the “90-90-90”
treatment plan to target and help end the AIDS epidemic in 2020 (Gallagher, 2019). This plan
sought to ensure that “90% of people living with HIV will know of their HIV status; 90% of
those who are diagnosed will receive antiretroviral therapy; and 90 percent of people receiving
antiretroviral therapy will reach viral suppression. Several HIV service providers, researchers,
and persons living with HIV refer to healthy aging with HIV as the “fourth 90”” (Webster,
2019). Yet, the question remains as to how equipped we are to tackle the HIV-related challenges
of aging. The aim of this chapter is to highlight the perspectives of a small number of HIV social
service and health care providers and their experiences in providing services to older persons
living and aging with HIV. Prominent issues related to aging with HIV among older Black
Americans and particularly older, Black American males are highlighted. This chapter will
identify the gaps that remain in comprehensive research among this group, will provide some
insight into overall knowledge gaps and services that community providers are facing, and will
identify areas for further exploration.
In depth interviews were conducted with six key informants from local Community
Based organizations (CBOs) and AIDS Service Organizations (ASOs) that serve the study
population. These key informants were purposefully recruited from my own network of contacts
with whom she has an established a working relationship through her years working in the
HIV/AIDS field. The key informants were from a variety of service backgrounds including case
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management, medical care, and HIV-program management. All key-informants have been
assigned pseudonyms so as to protect privacy. A brief description of the key informants are as
follows:
TABLE. 6 Key Informant Information
Pseudonyms

Age

Race/Ethnicity

Position

Rhonda
Sherri
Vivian
Peter
Betty
Dr. Joseph

43
42
50
37
45
62

Black
Caucasian
Hispanic
Caucasian
Black
Caucasian

Medical Assistant
Nurse Practitioner
HIV Program Manager
Case Manager
Mental Health Specialist
Infectious Disease
Doctor

Length of time working in
the HIV/AIDS Field
29 years
22 years
15 years
13 years
12 years
31 years

For the purposes of this chapter, older, Black Americans living, and aging with HIV will be
referred by the acronym OBHIV. Older, Black males living and aging with HIV will be referred
to by the acronym OBMHIV. What follows is a description of the main themes identified
through these interviews.
Theme # 1: Successful management of HIV and Aging: Health Literacy
A prominent theme that emerged from the semi-structured interviews was the increased
need for interventions that address chronic disease management among OHIV. Two key
informants, Medical Assistant, Rhonda, and Nurse Practitioner Sherri specifically shared
noticing how their patients struggled to manage multiple chronic conditions in tandem with their
HIV. Medical Assistant Rhonda who has been providing HIV services for 30 years stated:
For my [OHIV] patients, aging with this disease is simply no longer about obtaining
treatment. We are way past that now. We [points to herself and circles her finger] and
they [OHIV] know what treatment can do to stop further progression of the virus. We are
fairly educated on that. What we do not know is how to manage this [HIV] disease, comorbidities, and the combined effects of normal aging that our patients are experiencing.
Almost every one of my older patients is dealing with the [HIV] disease and one other
health condition. We really need interventions, or some type of programming focused on
helping these patients with the [chronic] management of their symptoms and treatment.
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Nurse Practitioner, Sherri further pinpointed the patient burden of handling multiple conditions
and lack of support. She explained:
It’s one thing for older adults to perhaps have one [co-morbid] condition, but many of our
older [HIV] patients present with various conditions related to aging. For example, I have
one patient who is being treated by an HIV specialist, neurologist, urologist, cardiologist,
gastroenterologist, and a psychiatrist…and that’s what I remember [chuckles]. With
seeing so many specialists, the amount of information that’s provided can be a lot to
handle. Many clients don’t have huge support networks or surrounding family that can
help guide them through all this. Often, it’s just us.
Chronic disease management in relation to HIV includes a variety of components such as
an individual being knowledgeable about the disease process, awareness and adherence to HIV
medication regimens and staying actively engaged and retained in care. However, effective
management can become increasingly difficult among a population that is also experiencing a
decline in neurocognitive functioning (Mindt, et al., 2014). Commenting particularly on OBHIV,
Nurse Practitioner, Sherri, continued:
I’ve noticed a greater level of confusion and distress, for my OBHIV patients in
managing their health issues. There are so many symptoms that are hard for us to discern
between, and we are often throwing information at them as we figure things out. I can
imagine that it must be difficult to navigate through it all. Not sure if I can speak
particularly to [Black] men, but it just seems that my OBHIV patients are in a cloud of
sorts and never seem to have a good grasp on their ailments and treatments.
Medical Assistant, Rhonda and Peter, Medical Case Manager at a local ASO, both
described how low health literacy--- the degree to which individuals are able to process and
understand health-related information in order to make informed health decisions (HRSA, 2020)
-- as a common factor leading to this level of confusion and decreased understanding.
As Case Manager, Peter, described:
Depending on where my patients are, we meet every 3-6 months, and the first discussion
point on our agenda is to review information discussed during recent doctor(s) visits.
Upon intake, I provide a notebook for all of my clients, where I implore them to record
questions or discussion points for our sessions; questions for their PCP’s [primary care
physicians] prior to a visit; symptoms; medication they are taking… I tell them to input
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any important materials—such as pamphlets or brochures—that are provided to them by
their PCPs. They bring these notebooks to all our visits. Half the time, they are brimming
with the information they received. However, I find it interesting, that when we begin to
talk about their recent [primary care] visits, they often times….well, let’s just say, many
cannot tell me what was discussed with their doctor. Or, if something new [medication]
was prescribed, they cannot tell me why it was prescribed. If they have printed material
tucked away in their notebooks, they don’t remember why they grabbed the information
or why it was provided to them. It seems they simply attend their appointment, because
they were scheduled to go and take what’s handed to them; no questions asked. Not sure
if they are afraid to ask questions or also, just don’t understand what’s being said to
them? Half the time, they ask that I review medical paperwork, --such as lab results—
with them or help them make sense of the medical jargon that they jotted down in their
notebooks.
Further, both key informants shared that decreased healthy literacy has resulted in a
decline in communication between health care provider and patient and strain on the patientprovider, as well as a decline in medical appointment attendance. Lack of attendance is critical
for monitoring of vitals (e.g., viral load, CD4 Count) and symptoms of comorbid conditions.
Nurse Practitioner, Sherri details the importance of having this information each time providers
interact with their HIV patients who have other comorbidities:
Let’s take for example, one of our patients who has congestive heart failure. Their
general [Geriatric] provider may instruct them to minimize fluids in order to control their
heart condition. However, their ID [infections disease] provider may instruct them to
drink large quantities of fluids with several of these HIV medications in order to prevent
kidney stones. See how this can be conflicting? But we work through these types of
things and figure out solutions. However, if they [OHIV] don’t attend their doctors’
appointments, how are we supposed to monitor these things? How are we to
communicate changes in treatment and update treatment plans? And these types of things
are going to continue [arise] as they age. So, staying in care is critical now more than
ever.
Medical Case Manager, Peter, further illustrated how low health literacy could lead to problems
with treatment optimization and maintaining regimens. He shares:
The primary concern reported by my [older] patients are recalling whether or not they
have taken their scheduled dose. Trust me, I’ve given them many a pill box. …So when
this happens, they end up taking another one [dose]. They think they are doing something
good, refortifying their bodies defense mechanisms by taking this second dose. I have to
explain the potential consequence of their actions: ADEs [adverse drug events] and drug
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toxicity due to having too much of the [HIV] drugs—in combination with everything else
they are taking--- in their system.
Medical Assistant, Rhonda further supports:
Our [older] patients face this increasing pill burden. I have this fear, that without
interventions or support in facilitating the understanding and the use of these
medications, there will be an increase in non-adherence and serious drug to drug
interactions, all of which can land them in the hospital or, worse yet, be fatal.
Though lack of interventions and low health literacy were described as gaps in HIV and
chronic disease management, key informants perceived some advantages. Several informants
reported older clients illustrated greater ability to remain in compliance with social service and
treatment plans. Unlike, their younger cohorts, OHIV tend to bring a level of stability and
maturity towards managing their HIV. They credit this to older patients’ familiarity with
medication usage due to treatment of multiple co-morbidities. They also reported an increased
level of awareness that treatment of HIV requires a high level of adherence. As Nurse
Practitioner, Sherri shared:
They [OHIV] know it is critical to maintain adherence to their meds due to risk of viral
resistance. Many of these patients have experienced the loss of family or partners who
have died of infections correlated with HIV/AIDS, since treatment options were so
limited back then. Enduring the death of loved ones has fueled their desire to keep their
disease under wraps These higher rates of adherence certainly show as we [medical staff]
see improved responses to ART from them [older patients] in comparison to our younger
patients.
Theme # 2: Health Infrastructure Issues
Given the complexity of issues in monitoring, and treatment of HIV disease with
comorbid conditions, OHIV can be expected to have growing service and infrastructure needs in
the upcoming decades. A primary concern voiced by key informants was whether service
providers have adequate training on how to effectively interact to meet the needs of OHIV as
they age. As Case Manager Peter shared:
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In order to effectively manage this [graying of the epidemic] there needs to be a fusion of
clinical information and integration of sub-specialty care. Currently, all of our patients
are being managed independently of any other condition they are suffering from. If we
continue to do this, we are missing opportunities to optimize the physical health of our
aging [OHIV] population.
Three key-informants voiced that better management of the aging HIV population begins with
better training of the HIV workforce. As Dr. Joseph, an HIV Physician who has been providing
HIV care for 35 years, stated:
We are at a crossroads in the field of medicine. Today’s HIV doctors need to be astute in
recognizing and managing geriatric issues and vice-versa in that the geriatric workforce
must be trained in the needs of HIV-positive older adults. HIV doctors need to cover
things such as functional impairment, cognitive impairment, difficulty with performing
activities of daily living, etcetera... Receipt of training in other subspecialties such as
cardiology and nephrology would also be great.
However, additional training and education of HIV medical personnel as suggested by
Dr. Joseph, may prove to be difficult due to an increasing shortage of providers in the HIV
workforce. As Dr. Joseph continued:
I began medical school back in the late ‘80s. At that point, becoming an ID [infectious
disease] physician was a calling. It [the epidemic] was a new, exciting, yet perplexing
infection. There was a tremendous pull for people to join the field [HIV/AIDS].
However, the “sexiness” that was HIV is no more. As a result, we have less and less
individuals interested in pursuing this field of study..
Another concern expressed by key-informants was the increasing homogenous health care
workforce and decreasing number of minority medical and health professionals and
underrepresentation of sexual and gender minorities within the HIV medical field. As Medical
Assistant, Rhonda, who identifies as Black American herself, shared:
There is just this continued distrust of Whites and White-health care providers amongst
the Black community. Particularly for my older [Black] patients…they haven’t forgotten
about Tuskegee [Syphilis Study]. They have these preconceived notions and theories, like
that HIV is a form of governmental genocide and a way for it [government] to control
them. Consequently, treatment uptake or changes--at times—can be a battle with these
patients. I get questions, “Why do I have to change this medication? Why do I need to do
this? Why do I need to do that?”; I’ve had to do a lot of coaxing to do in my day….
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Nurse Practitioner, Sherri, further elaborates regarding her Black American MSM patients:
I am a straight, White, Caucasian woman. Though many of my [older] patients have been
with me for some time and are fairly open and honest with me—at least I believe they are
{laughs}—I still feel there is a small percentage of skepticism. In part, I know it’s due to
my ethnic background, but it is also due to my sexual orientation and gender. They know
there are unique things -- sexual practices, behaviors—that I cannot relate to them on. I’m
also a true outlier in relating to much of the social oppressions—victimization, racism,
discrimination, stigma—that they have faced, overcome, and continue to face. I guess,
you can say that I am illustrative of ‘White Privilege’ in a sense. No amount of
experience in the field will give me the ‘in’ to this population.
It was also expressed that the lack of a diverse healthcare workforce could be a reason as to the
low number of Black Americans who enroll in HIV research studies. As Dr. Joseph presented:
There is strong evidence of the underrepresentation of Black individuals in HIV research
studies including HIV drug and clinical trials. Though paucity of enrollment in research,
in part, could be due to a history of mistrust and past harmful experiences, it is also in
part, the White medical professionals’ fault by making the blanketed assumption that they
[Blacks] would not want to participate. We have created a ‘disparity within a disparity’.
Older adults are already generally not well-represented in HIV research studies due to
protocols precluding individuals with health conditions or those taking other medications.
Rather than act on a hunch, we [medical professionals] should be assessing community
perceptions of enrollment in HIV drug trials and participation in research, addressing any
concerns and include their ongoing involvement within the research process.
Dr. Joseph’s statement regarding the low rate of enrollment in clinical trials and the need
for healthcare workers to push aside preconceived notions comes at a pivotal point as we
continue to research and capture the effects of HIV and age-associated disorders on the aging,
HIV positive body and identify critical service gaps and needs for this population.
Theme # 3: Mental Health and Psychosocial Challenges
Aside from identifying the physical complications of aging with HIV and age-related
comorbidities, key-informants also highlighted the need for a greater focus on the myriad of
psychosocial and mental health challenges that OHIV experience. HIV Program Manager,
Vivian stated:
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HIV extends across numerous domains—physical, emotional and social. To successfully
age with HIV, we need to approach HIV as more than just an infection with a pathogen.
We need to look at the bigger picture. We need to consider mental health, cognitive
proficiency, and social competence… these are items that are often forgotten or seldom
discussed when it comes to programming and fund allocation for this population.
Numerous studies have pinpointed depression, anxiety, ageism, stigma and diminished
social capital as the most common mental health challenges affecting OHIV (Basel, 2017; Casau,
2005; Shippy & Karpiak, 2005; Goulet J. , et al., 2007; Vance, Mugavero, Willig, Raper, &
Saag, 2011). Key informants expressed that the high rates of mental health disparities may in
large part be due to the overall disparity in recognition, screening, and detection of these
disorders in the OHIV population. Supporting general under-recognition of mental health
disorders among OHIV, Medical Assistant Rhonda stated:
There is a huge gap in education on mental health symptoms awareness and what to
watch for [for OHIV]. They have no information on how to distinguish between mental
health symptoms and HIV symptoms. I don’t feel they are aware that some of the [HIV]
drugs they may be taking, like rilpivirine and dolutegravir can cause side effects too. But
then again, if they’ve never experienced these [emotional/mental] side effects, they may
not know how to categorize them, per say, in their book of ailments. There has to be
greater awareness and education on what to look for. A check list may help. Because if
these symptoms go ignored, they can be debilitating.
Case Manager, Peter further supported the mental health knowledge gap stating:
I feel that few of my [OHIV] patients are knowledgeable of the ‘active symptoms’
associated with a mental health disorder. If they experience a loss in appetite, stress,
agitation, or reduction of their sleep, they may cough this up to as just another
symptom[s] of aging or their [HIV] disease.
Key informants also highlighted the deficiency in routinized mental health screening and
limited provider knowledge regarding symptom recognition for mental health disorders among
OHIV. Likewise, they further discussed the increased need for physician recognition that an
individuals’ mental health status is not stagnant and can change over time. The mental health
landscape, much like the physiological spectrum of HIV disease, can evolve with age. Key
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informants voiced a call to action in the need for physicians to scale-up and integrate screening
as a routine part of HIV Care to close these mental health diagnoses(es) and treatment gaps. As
Mental Health Practitioner, Betty, shared:
First problem is the insufficient number of screenings being done by PCP’s [primary care
providers]. We have such a wide availability of screening tools at our fingertips. The
screenings should be automatically integrated into their ongoing [HIV care]. It really
should be routine. At times, I hear years pass before some of my [older] clients’ mental
health is re-assessed. At their [OHIV] age, mental health is constantly changing. Why not
just incorporate a quick screen during their visits? Second problem is that it seems that
PCP’s lack the knowledge on how to recognize and appropriately diagnose mental health
symptoms and then make recommendations for [mental health] care. They, themselves,
don’t seem to know what they are looking for nor do they recognize the symptoms, which
is another reason to incorporate a screening; takes the guess work right out of it. Third, is
having sufficient time for diagnoses and treatment…… there are approaches, like that of
transdiagnostic care [defined: approach that move away from diagnostic boundaries of
mental health and opens up new ways for classifying mental health issues] that can assist
PCPs in identifying and addressing these [mental health] issues and those of HIV
simultaneously. Bottom line is that mental health needs to be addressed and we need to
find a way to fit it in somehow.
Though agreeing with other key informants that HIV health care providers have the
necessary assessment tools to treat mental health problems among OHIV, Mental Health
Practitioner Betty and Dr. Joseph expressed that we must be cognizant of the instrument (s)
being selected for mental health assessment. Informants stressed that screening tools should be
culturally informed and chosen with the characteristics of the population being evaluated in
mind. Social, historical, and cultural aspects, including history of marginalization and
discrimination and lack of access to appropriate mental health care need to be considered. With
regards to screening for depression amongst the African American population, Dr. Joseph
shared:
They [Black Americans] have been historically mis-diagnosed due to the fact that
screening criteria are based on studies of predominantly white participants. I remember
reading an article highlighting a study that looked into the effectiveness of two popular
screening tools for depression. The study findings suggested that neither scale was
equally effective in diagnosing [depression] amongst them [Black Americans]. What
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does that tell us? It tells us that they [Black Americans] present psychopathology in
different ways that a uniform screening may not pick up. So, we have to adapt our tools.
Dr. Joseph expounded on the notion of cultural competence and expressed that the apprehension
towards mental health openness for the Black American community is also historically lined. He
discussed how Black Americans are cognizant of the structural racism and societal disadvantages
that they have endured and continue to endure. Consequently, we need to factor in these
collective experiences when evaluating OBHIV mental illness perception and utilization of
treatment. He states:
…well, we need to take a step back and reassess how we are approaching the situation.
We have to look at the collective experience of this [Black American] population as a
whole. The legacy left by the collective effect of enslavement, the Jim Crow era,
Tuskegee, the inequitable treatment, and victimization imposed on them when HIV
surfaced. Their history alone has caused them to be paranoid and untrustworthy of the
medical field. Essentially, they do not trust us with their Black bodies. Even looking to
the history of mental health diagnoses that they received----they were diagnosed at a
higher rate with schizoaffective disorder, depression, and psychosis. They were also
heavily hospitalized and institutionalized….
Mental Health Practitioner Betty further supported the viewpoints shared by Dr. Joseph and
iterated how these historical undertones and cultural misgivings have contributed to an increase
in negative views and expectations of psychotherapy and greater psychological distress among
the Black American population. She shared:
They [Black Americans] feel that mental health treatment was made by White people for
White people. They envision all psychologists as old White men in lab coats who are
going to pass judgement on them and be insensitive to the realities of their lives as they
age with this [HIV] virus and when we recommend [mental health] treatment. They think
we [mental health clinicians] will look at them and their [mental health] disorder and
categorize them as “crazy” and involuntarily hospitalize them…lock them up because
they are old and Black.
This perceived stigma among the Black American population and anxiety about receipt of
formal mental health therapy may provide further context into how this population interprets
their mental health symptoms. It has been documented that Black Americans have a higher
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likelihood of describing physical symptoms (aka somatic symptoms) rather than emotional
symptoms related to mental health issues. Two key informants, Case Manager, Peter, and Mental
Health Practitioner, Betty, mentioned recognizing this phenomenon primarily among their
OBMHIV clients. Their male constituents were more inclined to view mental illness as an
“imbalance” that did not require medical treatment. It was only when this “imbalance”
manifested into a psychological disease, accompanied by physical changes in their bodies, that
medication attention was sought. As, Case Manager, Peter, shared:
…I had a client who presented to one of our sessions and I had to call 911. He was stating
that he was feeling lightheaded and that his heart was racing. He was sweating and
trembling even. Come to find out, he had been having these symptoms off and on-- along
with digestive issues and headaches—for some time. I would later learn that he was
having an anxiety attack and that his PCP diagnosed GAD [Generalized Anxiety
Disorder]. When I approached him about what occurred, he nonchalantly indicated that
what he was just experiencing “some issues with his stomach and heart” and that it was
resolved…. When asked if he sought care [mental health treatment] for his GAD, he
stated “nah…I don’t need no treatment”. He said his body was just feeling an
“imbalance” and needed to be “set straight by the ‘doc’”….he said after seeing the doctor
that he felt better, so he saw no need to seek further [mental health] treatment. It’s as if he
completely shut out the fact that he could endure another anxiety attack; that what caused
him to physically become sick was that “imbalance”, that he really should get treated
for….
Case Manager, Peter’s, account further illustrates how the interpretation of mental health
symptoms is related to psychological openness and help seeking, which can in turn affect coping
behaviors. Black Americans have grown up compartmentalizing their mental health issues due to
the culturally inflicted shame and stigma of being open about their mental health illness
(Alvidrez, Snowden, & Kaiser, 2008; Suite, La Bril, & Primm, 2007; Thompson, Bazile, &
Akbar, 2004). For males, the mental health stigma is even greater among this population due to
prevailing masculinity norms that view talking about one’s emotions as being “soft” or
vulnerable. Thus, expressing a ‘physical ailment’ has been more socially accepted than
expressing ‘psychological distress.” Medical Assistant, Rhonda also pointed out that the use of
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somatic symptomology rather than psychiatric symptomology among Black Americans,
particularly males, may also be due to a decreased knowledge of proper psychological terms. She
briefly shared:
We have to go back to that health literacy…this [physical symptomology] is the language
they know. This is only what they know to use to describe their mental health…what,
with them not growing up and talking about their emotions and less, with them accessing
[mental health] care routinely, we cannot expect them to know the clinical words… you
know the DSM-IV criteria and terms that we [mental health] therapists are accustomed to
using...They know feelings …that they feel nervous, or as one client told me “hot one
minute and cold the next,” or irritable, helpless… what it means or how it’s categorized is
left up to us to interpret, classify, and then select the appropriate avenue for treatment
All aforementioned factors must be considered particularly when addressing mental
health for OBMHIV. When the stigma is combined with the additional stressors of ageism, HIV
discrimination, and/or discrimination regarding sexual orientation, OBMHIV are more likely to
conceal mental health symptoms, forge treatment, and may even institute or revert to maladaptive coping responses (e.g., substance use). Betty commented on the number of OBMHIV
who seek treatment within her practice:
“…they [OBMHIV] didn’t really come to talk to me before and, unless we do
something, we will see even fewer of them come talk to us now. As they [OBMHIV] age
and experience further issues, like their shrinking pool of family and friends, or increased
worries about managing all their [chronic] health issues or distress about death and dying,
they need to talk with someone. We need to let them know that their
“toughness…unbreakable skin” won’t be of any use or get them anywhere; that we are
here to help”
Other key informants supported Betty’s latter comments adding that due to the stigma
surrounding mental health and HIV in the Black American community, other avenues for
engagement and treatment of OBMHIV need to be explored. When asked to identify such
avenues, few informants knew of- and/or were aware of any male-specific interventions that
accounted for minority males’ unique mental health needs while simultaneously addressing
aging, HIV, and mental health. In addition, existing mental health treatments and support groups
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emphasize medication or talk-therapy, which may not appeal to or draw in older males for
participation.
Theme # 4 Ageism, Stigma and Social Support
Despite the previously discussed gaps in medical and mental health care, five of key
informants stated that their clients have largely had stable HIV self-management strategies and
kept a positive outlook on life. However, the simultaneity of HIV stigma, societal ageism and,
for some, the stigma related to sexual behavior, has continued to cause increasing difficulties in
obtaining and maintaining emotional and practical social support for OHIV. Such difficulties
support previous findings that OHIV feel more isolated and less supported by others in
comparison to HIV-negative older adults (Emlet, C, 2006). These stigmas have had the greatest
impact on OHIVs’ informal networks (e.g., close friends, family.). Key informants mentioned
that many of their clients’ ability to rely on close family and friends remains low and is due to
continued concealment of HIV status; continued stigma of gender identity and sexuality; their
unwillingness to acknowledge their growing dependency and need for assistance; and fear of
burdening others. Nurse Practitioner, Sherri commented on these issues among the OBHIV
community:
“…tough to believe, that even after all these years of living with HIV and knowing about
it… it’s still [emphasis] difficult to talk about it. I know for some of my older [OBHIV]
folks, they remain hush hush about their diagnosis…there remains this great aurora [sic]
of secrecy. And with family members too. You’d think that they’ve actually disclosed
[their serostatus] by now, and don’t get me wrong, some have, but believe it or not, many
haven’t. This [lack of disclosure] sometimes makes me wonder if there are more
[OBHIV] out there and we just don’t know? And staying quiet… I’m not sure how much
longer they can do that for? They are getting older and will need help or someone they
can turn to. If not their family or close friends, then who?”
Four key informants voiced how non-disclosure was the primary reason for low informal
social support among their OBHIV clients. They detailed how their clients’ resistance in
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disclosure was fueled by their desire to keep their status confidential and avoid the negative
reactions and rejection by family and friends. Thus, even though they recognized the impact of
non-disclosure for obtaining necessary familial support, the ramifications of disclosure deterred
them from doing so. Three key informants also mentioned how clients’ witnessing of stigma and
discriminatory attitudes towards homosexuality was another barrier behind soliciting essential
support from family and friends. Case Manager, Peter shared:
“…a client of mine told me a story about a late friend of his, who identified as MSM, and
how he died alone because his family was extremely angry and in denial that he was gay.
He was in a nursing home and they [family]apparently didn’t find out anything [sexual
orientation and HIV serostatus] until after he was diagnosed with AIDS and got
pneumonia. When they notified the family that he was deathly ill and they found out--mind you, he was dying-- they just left him alone in that home. It’s no wonder he [her
client] would want to remain quiet about it all [being gay and HIV+]. No one wants to die
like that…”
Three key informants voiced how their OBHIV clients’ resistance in asking for assistance
for their HIV care stems from denial that their self-reliance and autonomy are declining and fear
that they will become a burden to others. Key informants detailed that their clients were raised
on the principles of being self-reliant and resolving their issues independently. They fear
becoming a burden to others if they ask for assistance, particularly as they had witnessed the
significant emotional stress placed on their former and current friends’ caregivers, partners, and
friends in managing the complexities of their HIV care. For those who have not disclosed their
serostatus or -there would be the additional, taxing responsibility of keeping their HIV status a
“secret”. They do not wish to create this stress nor burden for their family members, many of
whom may be dealing with significant life stressors of their own. (e.g., raising families, work).
However, Case Manager, Peter, reported that, though not wanting to become a burden on
family/friends, OBHIV may simply be “saving up their support” and waiting for when they
become ill and dependent. He detailed:
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“…if they can still manage on their own—even with difficulties---they will. I’ve had
several [OBHIV] clients tell me that they are saving up on their [informal] support for
when they absolutely, need to cash it in. They fear if they use it up now, they will look
like they are trying to exploit their illness. They also worry that if they use it [supports],
then they may be unwilling to offer this assistance later when they need it the most. It’s
like “Who Wants to Be a Millionaire”, they treat these supports as their ‘lifelines’…they
cash then in only when absolutely necessary”.
Due to increasing disconnectedness from informal supports, OBHIV have instituted other
strategies in the procurement of social support. One key informant detailed the creation of
fictitious family members, or “alternate” families as an avenue for support. These families
usually consist of peers met while receiving therapy or participating in programs at an
ASO/CBO. These fictive kin groups allow OHIV to openly discuss the everyday challenges of
their lives with others who have similar experiences, in a setting where ageism, HIV stigma, and
other multiple stigmas are absent. They also mirror the type of support that individuals encounter
in the Black Church, but otherwise feel is inaccessible due to pervasive stigma, homophobia, and
misinformation about HIV.
Paradoxically, key informants also identified HIV health care providers as another
increasingly popular avenue for social support for OBHIV. As previously identified medical
mistrust of health care providers has contributed to the racial disparities in health care and mental
health care utilization among OBHIV. However, key informants shared that many of their
OAHIV clients have been able to mitigate this racial disparity as a result of their HIV chronicity
and the development of trusted relationships with their medical providers. Thus, many OBHIV
believe that their long-term HIV providers offer not only informational support, but also
emotional support, that they otherwise can neither access nor establish outside their provider’s
office due to negative societal attitudes regarding their age and HIV status.
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The reliance on services provided by formal ASOs and other CBOs, however, was
identified by key informants as the primary support source for OHIV. Yet, all key informants
unanimously detailed inadequacies within these formal support systems in addressing the unique
needs and circumstances of this aging demographic, particularly for minorities. Key informant,
HIV Program Manager, Vivian, shared that a greater part of HIV programming—such as
condom distribution and pre-exposure-prophylaxis (PrEP)---remains hyper-focused on the
young. Furthermore, funding and support is increasingly being dedicated to populations that the
Centers for Disease Control (CDC) classify as ‘high-risk16’, which excludes OHIV and older
sexual minorities aging with HIV. Programmatic initiatives are also “stuck” in “achieving viral
suppression” rather than looking toward a future of successful aging with HIV. As Vivian
shared,
“I feel that programmatically we are in a rut and stuck on achieving viral suppression.
Well many [OHIV] individuals have been undetectable for years… so...now, what’s
next? What does their future in aging with HIV look like? I feel like we need to shift our
focus and forward the narrative towards the next step: healthy and successful aging with
HIV.”
Part of this shift requires for current ASOs and CBOs to evolve and rise up toward
meeting the diverse needs of OHIV. Although there is no standard definition of what
successfully aging with HIV means, it has been widely acknowledged as a “multi-dimensional
construct that encompasses physical health, psychological health, and social engagement”
(Kahana & Kahana, 2001). Activities as diverse as cooking, scheduling doctors’ visits,
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High-Risk: People who belong to key affected populations (KAPs) are people who, for one reason or more
vulnerable to HIV infections. Key affected populations include: MSM; PWID (People who inject drugs); Sex
Workers; Prisoners, Transgender people, women, and girls; Children, Young people and adolescents; people with
disabilities (Avert, 2017).
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transportation assistance, respite care, financial support., legal planning (e.g., living wills), and
avenues for social involvement (e.g., opportunities to volunteer, work, support groups, etc.) are
instruments that promote successful aging with HIV and should be integrated within services
offered for ASOs and CBOs for OHIV. Vivian voiced how services should model that of a senior
center, where aging individuals are able to receive physical and emotional support and can
access key essential services. These centers have significantly reduced the demands on formal
health care providers and the likelihood of older adults being placed in institutionalized care. By
instituting a similar model, OHIV may receive both the informal and formal support they need to
successfully age with the virus.
Also identified was the need to incorporate spirituality and religious elements—outside
of the church setting—within HIV programming. This is particularly important for OBHIV and
OBMHIV who face continued challenges in fulfilling these needs in a church or faith-based
environment Two key informants iterated how their OBMHIV clients utilized spiritual and
religious practices—such as prayer and gospel music-- to help navigate their daily struggles,
including limited resources (e.g., low social support) or tenuous relationships in their lives.
Rhonda shared:
“…It [the church] has served as a great pillar in many of their [OAHIV] lives with many
growing up in attending services, going to bible study, and even singing in their choir.
My male patients have a close relationship with God and believe in the power of prayer
and song. I have prayed with many of them when they’ve come in for services. It’s so
relieving and comforting to them to have a space to do this…”
Peter provides further insight between the link between religious support and adherence to
treatment.
“For them [OAHIV] their [religious] upbringing and beliefs taught them that they should
treat themselves—their bodies and souls—“preciously”. I’ve had several clients tell me
that they recognize that God wants them to treat themselves well and that means taking
their [HIV]medication so that they keep their health intact.”
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Given the importance of spirituality and religion among OBHIV and OBMHIV such facets
should be further explored and considered as part of efforts to increase social support and bolster
culturally congruent HIV programming for this aging population.
Conclusion
This chapter explored a select number of healthcare professionals’ perspectives in the
provision care to older, Black men, aging with HIV in Hillsborough County, FL. Their findings
highlight the complexity of problems that relate to older adults and HIV disease and the need for
increased investment and allocation of funding, greater collaboration, training, and education to
effectively address this populations service needs. The following chapter will discuss the
findings and implications of this dissertation research.
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CHAPTER EIGHT: DISCUSSION
This chapter will present the major findings of this dissertation research in three sections.
In Section I, I will expound on the health care themes identified through the free list data
generated by the 35 participants. In Section II will discuss the outcomes of the application of
Becker’s life disruption framework and describe patterns that both fit and did not fit her
framework. Participant’s view on social death will also be discussed. Section III will discuss the
overarching perspectives of key informants in the provision of HIV care to older, Black
Americans aging with HIV, with a focus on challenges in caring for males. Section IV will
conclude with a summary of how my research contributes to the body of knowledge in
anthropology, public health, and aging studies. I will also discuss suggestions for future research
within this population, with a call for the incorporation of an intersectional approach to research
on aging with HIV among minorities. Last, I will detail how I plan to disseminate this research
within the local Hillsborough County community.
Section I: State of Health
The first aim of this dissertation research was to assess the current health status and
Health Related Quality of Life (HRQoL) among 35 older, Black American male aging with HIV
who reside in Hillsborough County, FL. Results from the participants’ sociodemographic
profiles illustrate that they remain in a disadvantageous state as they age with HIV. Despite
showing an average level of Health-Related Quality of Life (HQRoL), the participants reported
emergent challenges in aging with HIV related to multiplicative layers of poverty: poverty of
access to essential goods (e.g., income, quality healthcare); poverty of private assets (e.g., stable
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housing and food); and poverty of social relationship (e.g., reduced social networks, stigma,
discrimination). These challenges, alongside reported increases in comorbidities and unaddressed
mental health issues converge to produce an overall unfavorable experience in aging with HIV
for these males. The themes that emerged from this analysis suggest the need for future research
among Black American males aging with HIV and underscore the need to create a
comprehensive and tailored approach that considers the complex sociocultural issues of older,
Black males who are aging with HIV.
In addressing insufficient access to resources, there needs to be greater efforts in
bolstering economic development and work opportunities for older, Black males aging with HIV.
Currently, the HIV service community lacks sufficient resources and knowledge to assist people
in considering, starting, or seeking further training to re-enter the workforce (Madoori, Misrok,
& Ford, 2014). A coordinated effort is needed to raise awareness and educate HIV service
providers about employment and economic opportunities for those aging with HIV. Resources
such as American Associated of Retired Persons (AARP)’s ‘Reimaging Aging’—an encore
program launched to address the unmet needs of individuals over 50 years of age looking to
change or pursue career paths —is one such example (AARP, 2013). Education and inclusion of
local vocational rehabilitation offices may assist in bolstering these efforts. Paralleling this effort,
is the need for greater advocacy for publicly funded programs such as AIDS Drug Assistance
Program (ADAP)17 and other Ryan White HIV/AIDS programming which help offset the costs
of efficacious HIV medications and provide support services including emergency financial
assistance, housing vouchers, access to food, to PLHIV. ART complacency, resulting from the

17

AIDS Drug Assistance Program (ADAP): Is a state and territory administered program that provides FDA
approved HIV- medications to low-income individuals living with HIV disease who have little or no coverage from
private insurance, Medicaid or Medicare (HRSA, 2020).
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impression that the epidemic is no longer important or urgent due to the formulation of lifeexpanding treatment and activism, has tempted legislators and government officials to shift their
attention and investments elsewhere. Funding is being cut and individuals living with HIV are
experiencing a reduction of services and resources, all of which could be detrimental to older
males on a fixed or reduced income.
Moreover, there needs to be an increased investment in transportation infrastructure
particularly in rural areas of Hillsborough County, FL. Transportation is essential to allow
underserved populations such as the one included in this study to achieve critical points—such as
retention in care-along the HIV care continuum and in completing general daily life activities.
Investment and training in other novel pathways, such as telemedicine18, are also options that
should be explored to narrow the gap in HIV care for older Black men aging with HIV. Research
has demonstrated that telehealth programs (to include telemedicine) are efficacious in reducing
health care costs, increasing access to quality health care, and reducing patient travel time to
medical providers (Dandachi, Lee, & Morgan, 2019). Studies have also found that health
outcomes via telehealth care mirror those of in person care with PLHIV (Young, et al., 2019).
Likewise, there needs to be a greater investment in addressing the mental health needs of
older, Black males aging with HIV. A startling number of research participants reported mental
health issues, yet only two reported seeking mental health services. Gender-specific therapeutic
HIV interventions have historically been tailored to younger, Black American males and now
need to be developed to address the unique and complex experiences of older, Black males
(Maulsby, et al., 2013; Coleman, 2017). Innovative ways of therapeutic delivery should also be
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Telemedicine: is the delivery of clinical services using various telecommunication and technology outlets,
including telephone calls and videoconferencing. This is not to be confused with Telehealth which is a broader term
that generally encompasses clinical services as well as nonclinical services (Senz, 2020)
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explored as strict, talk therapy may not always be efficacious among males. “Man Therapy” a
public health program and campaign offered in Colorado which uses maladaptive ideas of
masculinity and humor to bridge to new ideas that help men reshape the conversation
surrounding mental health, is one example (Spencer-Thomas, 2017). This reformed therapeutic
programming was resultant of a 2009 research project, conducted by Sally Spencer Thomas,
Jarrod Hindman and “Man Therapy Founder, Joe Conrad that aimed towards gaining a better
understanding as to why males did not access mental health services when in distress. Alongside
literature review and application of general roles socialization theory, the researchers found that
communicating inner feelings and forming groups around emotional issues goes against the
masculine stereotype and cultural man code which values achievement, aggression, and
emotional isolation (Addis & Mahlik, 2003). It is because of this code that traditional approaches
of mental health therapy via groups have remained unsuccessful with males. Thus, this group
formed an innovative campaign to address males and their mental health, which consists of the
following eight approaches : 1) Taking mental health language out of the communication, at least
initially; 2) Showing role models of hope and recovery; 3) Connecting the dots: physical
symptoms with emotional issues; 4) Meeting males where they are instead of trying to turn them
into something they are not: 5) Targeting “double jeopardy men”; 6) Offering opportunities to
give back and make meaning out of the struggle; 7) Coaching the people around the high-risk
males on what to look for and what to do; and 8) Giving males at least a change to assess and
“fix themselves”. They implemented these approaches through a fictional “therapist”—Dr. Rich
Mahogany---who let men know that it’s ‘OK’ to discuss and divulge their life’s problems. They
can access this therapist through a web portal, where Dr. Mahogany conducts a “head
inspection” (Spencer-Thomas, Hindman, & Conrad, 2012, p. 5) via an individual’s self-
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assessment and provides “manly mental health tips” (Spencer-Thomas, Hindman & Conrad,
2012, p. 5). Other resources, including referrals to the National Suicide Prevention Lifeline or
professional therapists are also made readily accessible.
In tandem with targeted mental health programming, there is the need for enhanced
community resources to mitigate the isolation and marginalization that were expressed by these
aging, Black males, LHIV. Peer support—in the form of group or individuals, has been an
effective tool utilized to help persons navigate chronic illnesses such as diabetes (Rosenfeld,
2018). These peers have the direct lived experience of the challenges in growing older with HIV
and can help alleviate feelings of isolation, increase coping skills (e.g., reduce fears of the
unknown or impending illness), reduce felt stigma, and bolster mental health. Studies with males
living with HIV, have illustrated how perceived social support significantly moderates the
relationships between mental health needs and risk behaviors (Fang, Chuang, & Al-Raes, 2019).
Males who report the lowest level of social support have increased mental health issues and HIV
risk behaviors when compared to males with greater levels of social support (Fang, Chuang, DM,
& Al-Raes, 2019). Greater involvement of families, spirituality, and the Black church, all salient
factors in Black American life, should also be considered. Family-based HIV programming may
present a promising avenue for social support and HIV education, while increased partnerships
with religious officials and incorporation of religion can play a role in increasing coping
strategies, decreasing mental health illness (e.g., depression) and lowering disparities along the
HIV care continuum.
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Section II: Understanding the HIV Experience: Applying Becker’s Framework
Cohort Impact
A second aim of this dissertation research was to apply qualitative research methods in
order to capture the life course perspective of older, Black males who are aging with HIV in
Hillsborough County, FL. Within this aim I was interested in capturing not only how an HIV
diagnoses disrupted the normative experiences and expectations of older, Black males as they
aged with HIV, but also if their diagnosis cohort, pre-ART or post-ART might also influence the
experience of living and aging with HIV. Prior scholarship had indicated that the period of
diagnosis can shape the overall experience and perspective of living with HIV. However, in
analyzing participant narratives at both earlier (initial diagnosis) and later (older age) time points
revealed that cohort factors did not significantly influence experiences of HIV disruption nor
organization among this aging group of males. I found that pre-ART participants did not
necessarily experience greater disruption than post-ART participants. Significant differences in
the life stage (older vs. younger adult) as to when they were diagnosed were not found either.
These findings may be due to an insufficient number of individuals recruited to represent each
cohort. Another reason could be that the interpretation and lived experience of living with HIV
may be independent of temporal dimensions, with these dimensions only providing contextual
significance to the overall experience of living with HIV. As Matilda White Riley’s work
reminds us, “each cohort is born at a particular date, and lives through a unique segment of
historical time, and as such it confronts its own particular sequence of social and environmental
events and changes” (White Riley, 1988, p. 29). Thus, it could be that though partitioned into
similar diagnosis cohorts, the historical time in which they were diagnosed (e.g., Baby Boom era,
Civil Rights Era, identity politics of the 1960s-1970s, Vietnam wars) could have differentially
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affected the experiencing of living and aging with HIV. Similar conclusions were found in
Nevedal, Neufeld, Luborsky and Sankar (2017)’s research comparing older and younger African
American’s experiences in living with HIV. The authors found that historical birth cohort, rather
than diagnosis cohorts were of greater influence on the schemas (lived experience) of their
research participants. The researchers reasoned that the trauma experienced by individuals
diagnosed early in the epidemic (pre-ART) when HIV treatment was either unavailable or
burdensome would have informed their stories in coming to terms with their disease Yet, there
was no differences in the stories between participants diagnosed in the pre-ART and post-ART
era.
Patterns Supporting Becker’s Framework
Prior to analysis of the narratives provided by research participants, I had hypothesized
that all participants would have experienced intense disruption following initial HIV/AIDS
diagnosis, yet Darnell and Clint were the only participants who depicted having such
experiences. These participants, however, did provide evidence for reorganization as they age
with HIV illustrating how time has allowed them to re-evaluate the role of HIV within their
aging lives and to institute strategies to restore continuity, despite still experiencing disruptions
from long-term effects of living with HIV. Darnell overcame his plight with toxic HIV
medications while Clint came to terms with tumultuous events that led up to his diagnosis.
William joined these two participants, evolving from consistent disruption and reorganization
following initial HIV diagnosis to a state of continuity as he ages with HIV. He overcame
emotional distress after learning about his HIV status and adopted a “fighting” mentality in his
approach to reorganize his life. As he has aged, William has continued to implement this
approach, adhering to HIV treatment to keep his body healthy, remaining involved in therapy
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and continuing with normative daily activities such as church involvement. These examples
support Becker’s Framework in that following a life disruption, such like that of a chronic illness
like HIV, people feel personally responsible towards re-creating order and establishing
continuity.
Patterns Against Becker’s Framework
Analysis from these interviews further revealed that not all OHIV participants
experienced a linear experience of life disruption, reorganization and contitunity. Several
participants experienced continuity at initial diagnosis and early continuity reverting back to
disruption and reorganization in aging with HIV. Tony, Edward, and Roger were three
participants who did not experience major disruption upon initial diagnosis and illustrated
continuity. However, Tony was the only participant who did not experience major disruption or
change resulting from his diagnosis. His seropositive status never impacted his ability to perform
daily activities and accomplish other goals like attending school and becoming gainfully
employed. Even now as he ages with HIV, he remains “unphased” by his diagnosis and he states
that he is “right where he wants to be” in older age. Edward and Roger illustrated opposing
experiences to Tony, having both remained in continuity upon initial diagnoses but reverting to
disruption and reorganization while they age with HIV. This was primarily due to other life
events taking precedent over their HIV diagnosis. Edward was using heroin at the time of
diagnosis while Roger was battling cancer. It was not until Edward’s transition from drug
addition to sobriety and Roger’s entering remission that both individuals began to experience
disruption. Edward expressed how despite life reorganization - sobriety, marrying his life
partner, and serving as a community advocate-, he experiences HIV disruption due to the
culmination of the effects of substance use, HIV disease, and his aging body. For Roger, his state
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of cancer remission, is now being disrupted by cognitive limitations, discrimination, and
isolation as he ages with the virus.
Tony’s lack of disruption over the life course prompted me to wonder why he did not
experience disruption while other participants in this study did. There was also the curiosity in
his expression that he “expected” to become HIV positive. One explanation for this outcome
draws on the ideas of Kleinman (1988) and Lipowski (1970)’s who share those personal
meanings of illness are culturally constructed and may not be necessarily perceived as disruptive
nor result in negative wellbeing. Hinojosa et al (2008)’s research on veterans who suffered a
stroke, supports this idea illustrating how these veterans drew upon their religious beliefs and
cultural expectations on ageing to maintain a continuous sense of self. Illness may also be
afforded a neutral role in a person’s life—much like that of Tony’s life-- neither positive nor
negative—and simply be viewed as a “part of life” (Lipowski, 1970; Tandon, Mehrotra, &
Vallikad, 2010). Sorajjakool and Seyle’s (2005) research on Asian cancer patients illustrates this
notion with participants viewing a cancer diagnosis as “neither good or bad” and seen as just one
of the series of experiences that life brings (Sonajjakool & Seyle, 2005).
A Fluid Life Course
The dissertation findings further illustrate that living and aging with HIV is a fluid rather
than linear process that may change over time and can vary in physical, social, or psychological
nature. A person may go through a period of stability or continuity and then be presented with a
disruption or challenge to this continuity at any point in time. This further speaks to Becker’s
(1997) earlier proposition that continuity is elusive because all individuals experience events of
discontinuity throughout their lifetime. Tony and Edward’s accounts are two examples of the
elusiveness of continuity, initially stating that as they have aged with HIV, the virus “doesn’t
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even cross [my] mind” or “at times, [I] even forget [I] have it”. Yet in later interviews regarding
social death, both detailed experiencing varying degrees of disruption. Tony revealed his fears in
the disruption of quality care due to the retirement of the current HIV workforce and incoming
undertrained, healthcare staff, while Edward shared his experiences of daily disruption with
fluctuations between social acceptance and social exclusion. Hence, what one might say is that
what appears to be continuous in these participants’ lives is that they are repeatedly confronted
with discontinuity.
Paralleling this illusion of continuity is also that of life reintegration immediately
following reorganization. Individuals may experience life reorganization in tandem with
reintegration, while other individuals may not. As presented in the findings, a majority of
participants emphasized life reorganization in aging with HIV through adopting socially
normative mechanisms—like that of taking ART—to alleviate HIV symptoms and prolong life.
Yet, managing HIV with medication does not necessarily address the other sociocultural
challenges that these participants may experience as they age with this chronic illness. Edward
and Roger’s narratives are two examples of life reorganization without re-integration while aging
with HIV. Edward expressed desire to reintegrate into the workforce but is being constrained by
public assistance benefits restrictions which force him to keep his income low. Comparatively,
Roger shared how current laws criminalizing HIV have caused him to forgo pursuit of meeting
his desires for dating, intimacy, and finding a life-long partner, as he ages with HIV.
Challenges in achieving reintegration, however, did not stop participants from pursuing
other avenues to establish a meaningful life and reach a level of “personhood”19. I noted that
participants developed a new sense of self or personhood to pursue varying degrees of
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Personhood: is a fluid and analytical terms with diverse and debated meanings. It is the state of being a social,
embodied sentient being (Shir-Vertesh, 2017).
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reintegration. Clint is one participant who was not able to reintegrate into society via
employment yet found reintegration through his involvement in HIV community service and
advocacy. Instituting this newfound identity supports anthropological research highlighting that
personhood is continuously negotiated throughout time and space and is not a universal constant
(Appell-Warren, 2014). Furthermore, Clint’s ability to adapt and reintegrate as a community
advocate serves as an example of a protective factor that can be instituted to overcome agerelated declines and continue to serve as a valued member of society.
Social Death
Alongside my desire to capture the life course perspective from among older Black men
aging with HIV, I was also interested in capturing participants’ views on social death. As
discussed above, managing HIV with treatment addresses only one aspect of multiple
sociocultural challenges that older adults living with HIV may face. In the case of my research
participants, they experienced a disruption to their sociological existence, which resulted in their
“social death”—the point at which a person “dies” in the social sense-- on a regular basis
(Sweeting & Gilhooly, 1992). They detailed how the disappearance of personal social networks
through the death of their HIV positive peers, the loss of socially productive roles, and the
realities of the natural aging process, among other factors, combined to create a sense of
isolation, invisibility, and abandonment permeating their daily lives. These feelings were further
magnified by the all-too-common discrimination based on their HIV status, sexual
identity/orientation, race, and age to which the participants were subjected to. Altogether, social
death added an additional layer of exclusion to a population already plagued by multiple social
inequalities. Thus, to address the phenomenon of social death experienced by aging individuals
living with HIV, there is a need to create strategies that respond to their lived experience.
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HIV programming needs to account for the voice and perspective of older adults,
especially of those from underserved groups, such as the Black American males included in this
study. Much like the need for gender specific programing for older adults, current HIV/AIDS
educational materials need to be formulated to address the numerous challenges specific to
individuals who are aging with HIV (Levy-Dweck, 2005; Roger, Migone and Kirkland, 2013).
Particular efforts should focus on reducing HIV-related stigma, which often leads to social
isolation and self-exclusion—two big contributors to social death (Grove et al, 2010). On a
related note, there needs to be an increase in training for current and incoming HIV medical and
other social service providers in meeting the unique needs for older adults living with HIV. For
example, physicians may inadvertently play a role in maintaining stigma related to both HIV and
aging as they may not consistently collect comprehensive sexual history and may not feel
comfortable discussing sexuality with older adults (Jaquescoley, 2008; Roger, Migone and
Kirkland, 2013). Research has shown that older adults may not be forthcoming with sexual
health information or behaviors, particularly if they believe it will be perceived as inappropriate
by their social circles, culture, and physicians (Illa et al, 2010; Migone and Kirkland, 2013).
Health care providers can play a pivotal role in promoting the overall health and wellness of
older persons aging with HIV. Central to this endeavor are efforts to address the biological as
well as the psychosocial challenges salient to this population and to promote positive coping
strategies to build resilience.
Further research should be conducted to study the experiences of older PLHIV and older
gay or bisexual men who are living in congregate living facilities such as nursing homes and
residential care/assisted living communities. The few studies conducted on this issue, have
touched on how elder gender expansive respondents gain access to suitable housing, only by
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concealing their identity (AARP, 2018). Elders who reside within these settings are also often
presumed to be heterosexual and causing them to also hide their sexual identity from residents
and staff (Cahill & Valadez, 2013; Johnson, Arnette, & Koffman, 2005; Herdt & de Vries,
2004). This is problematic and causes long-term relationships with partners of the same sex to be
devalued. Those that are “outed” as being gay may experience neglect, abuse, and discrimination
by facility employees and healthcare personnel. Working with the support of SAGE, The Equal
Rights Center, found that nearly 50 percent of elder, same-sex couples experienced some form of
discrimination when applying for housing (SAGE, 2021). Thus, there is a great need to bolster
LGBT cultural competence in long-term care and housing. Resources such as ‘The National
Resource Center on LGBT Aging’, can provide resources for LTGBT friendly housing as well
practical guidance for the institution of non-discrimination policies as well as staff training for
housing centers.
Furthermore, there needs to be shift in how health care practitioners’ approach advancedcare planning and/or end-of-life care with individuals with advancing age and long-standing HIV
infection. Currently, there appears to be more emphasis placed on the management of physical
death emphasizing medical and palliative care models, rather than on the lived experience of an
individual dying with HIV (Kellehear, 2009). Such an approach can cause a premature “social
death” as it denies PHIV the opportunity to be active agents (e.g., express preferences for care,
openly discuss end-of-life) within the context of their dying. Data have shown that, since the
arrival of ART, the practice of advance care planning and/or end of life care has dwindled
substantially. Fewer than half of OHIV have had such discussions with a medical provider
(Erlandson, et al.,2012, Wegner 2001, Sangarlangkarn & Appelbaum, 2016). Even fewer
discussions are likely had with vulnerable groups such as ethnic/racial minorities, and IDUs
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(Erlandson 2012a; Wenger 2001). Discrepancies regarding what constitutes end-of-life
discussions between patients and providers have also been captured (Sangarlangkarn, 2016;
Selwyn & Rivard, 2003). With the increased longevity of PLHIV who are also suffering from
multiple, complex chronic conditions related to aging, having these discussions now is more
important than ever. Accordingly, these discussions are now easier to be had as the Affordable
Care Act and Medicaid Services passed a policy in 2016 which approved payment for voluntary
end-of life counseling between patients and physicians (Lowes, 2015).
In order to address the physical and social isolation that increases the risk for social death
among aging PLHIV, there needs to be greater funding for better social support programming.
As aforementioned, social relationships and networks have been proven to play a pivotal role for
older persons and PLHIV (Sankar et al, 2011; Roger, Migliardi, & Mignone, 2012). Numerous
studies have illustrated that health is correlated with an individual’s connection to their
environment (Loxterkamp, 2013). Rebuilding a connection between an individual and their
community may enhance a individual’s quality of life, improve their self-worth and strengthen a
sense of belonging to their community (Molassiotis et al, 2002; Simoni et al, 2011). This will
allow a person to remain “socially alive” and pertinent within their society.
Further, to address social death that results from the loss of employment, efforts need to be
invested in initiatives to provide support for individuals who are looking to become
economically productive. A return to employment, other than providing increased income, may
offer individuals the ability to experience a “social re-birth.” McReynolds (2001) found that
PLHIV viewed employment as an activity that meant there was a future. Having a job offered a
shift from being viewed as a person with a life-threatening illness to being viewed as someone
who is healthy and a contributing member of society (McReynolds, 2001; Goldblum &
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Kohlenberg, 2005). Being gainfully employed offers PLHIV the ability to feel greater
connectedness to others. Research has found that the social network of the workplace allows for
the maintenance of a communal network and continual societal connections, that PLHIV would
otherwise not have access to (Trujillo, 2010; Conyers, 2004;). Researchers have also found that
employment provides a distraction from negative feelings and low self-esteem resulting from
feeling like a burden on society due to long periods of unemployment (Conyers, 2004; Brooks &
Klosinski, 1999). This facet of employment is important given past research demonstrating that
unemployed individuals generally suffer from a range of emotional consequences such as higher
rates of mental health disorders, lower-self-esteem, and greater levels of social isolation (Blalock
& Mcdaniel, 2002). Such factors can be detrimental to older individuals PLHIV.
Section III: Service Providers Perspectives
A third aim of this dissertation research was to explore the perceptions of HIV service
providers and their experiences in providing services to the older, Black American, community
aging with HIV—with an emphasis on males. The interviews of six service providers within
Hillsborough revealed three prominent themes that will be discussed below:
Successful Management of HIV/Aging: Health Literacy
Research has estimated that by 2030, more than 80% of people living with HIV in the
U.S. will face at least one age- related medical condition (comorbidity), compared to just 29% in
2010 (Gallagher, 2019). The coexistence of HIV and these comorbidities requires for (OHIV) to
be health literate--- knowledge regarding disease processes and co-occurring treatment
regimens—to effectively manage their health. However, key informants shared that low health
literacy is prevalent among their OHIV, with even greater disparities noted among their older,
Black American patients. Research supports these findings and has also linked low health
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literacy to increased levels of nonadherence to medications, treatment, and care (WaldropValverde, Jones, Weiss, Kumar, & Metsch, 2008; Osborne, Davis, & Wolf, 2007). Key
informants shared how low health literacy has resulted in patient’s passiveness in interactions
with health care providers and has resulted in practices (e.g., over medication) that that could
lead to adverse health outcomes. Neurocognitive decline, due to aging, was another factor
mentioned by key informants as interfering with information processing, retention and overall
health literacy among their patients/clients.
These findings pinpoint those educational interventions focused on chronic disease
management need to be modified and tailored to meet the needs of OHIV who may or may not
be experiencing cognitive decline. Information needs to be kept simple, modified for lover
reading levels and conveyed via plain language. Information provided in programs should be
partitioned into various sessions to allow for adequate processing. Ideally, programs should
consider appointing a patient advocate or having OHIV identify an advocate who can accompany
them to their respective medical appointments. This may help keep patients organized and
compliant with their medical regimens. Furthermore, the amount of information provided should
be tailored to meet the needs of older individuals who have been living with or are newly
diagnosed with HIV. Involving patients in the design of information development and design
may also be an opportunity to foster buy-in and better patient-provider communication.
Mental Health and Psychosocial Challenges
A prominent theme mentioned by service providers, that paralleled challenges expressed
by research participants, was that of the need to address the inordinate mental health issues
experienced by older, Black males who are aging with HIV. Despite research consistently
finding high levels of mental health problems (e.g., depression, anxiety) among this population-
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and their coinciding effects of increased isolation and greater difficulty in accessing social
support networks-- there remains a lack of attention and the capacity within behavioral health
care settings to adequately attend to these needs (Vinson, Crowther, Austing, & Guin, 2014).
The complexity of mental health issues experienced by OHIV requires a collaborative approach
between primary care and mental health providers with greater efforts made towards routinizing
and standardizing mental health screening as practice within care. This standardization is
important as mental health can fluctuate over the life course of living with HIV. Research has
also illustrated that certain mental health care problems have implications for HIV/AIDS
processes (Rueda, Law & Rourke, 2014). For example, certain disorders such as antisocial and
narcissistic personality disorders, may result in poor behavioral control and are serious risk
factors for treatment non-adherence.
Also of priority is the increased need to train health care providers in the detection of
mental health care problems among minority populations. There is a long-standing history of
over- and under diagnosis of psychological disorders among Black Americans. Research has
found that Blacks Americans are often diagnosed with schizophrenia and less often diagnosed
with mood disorders in comparison to White Americans with the same symptoms. Furthermore,
they are often offered medication or therapy at lower rates than the overall general population.
This could be attributable to providers’ biases, historical undertones, mental health stigma and
lack of culturally appropriate tools for screening and diagnosis of mental health symptoms
(Turner & Mills, 2016). Key informants shared how these factors—alongside prevailing
masculinity norms-- resulted in older, Black males to perceive mental health symptoms through a
physical lens. Thus, psychometric tools that take these factors into consideration are warranted.
‘The Outline for Cultural Formulation in the DSM-5’ is an example of one framework that has
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been utilized to assess information about cultural features of an individual’s mental health
problems and how it relates to their social and cultural context and history (Transcultural Mental
Health Centre, 2021).
Furthermore, targeted mental health services, particularly for older, Black, aging males
who identify as gay, bisexual and MSM should be of utmost importance due to the synergistic
esexual orientation, race/ethnicity, and HIV status (David and Knight, 2008; Diaz et al. 2001;
Emlet, 2006; Jerome and Halkitis 2009; Parker and Aggleton, 2002). Particular attention also
needs to be paid to enhancing integrated services in rural areas and to improve monitoring and
surveillances systems to inform providers of the individuals that are accessing both mental and
health care.
Health Infrastructure Issues
Alongside the integration of mental health services into HIV care, key informants
highlighted the need for a multidisciplinary health care approach to meet the complex, comorbid
needs of this growing sub population. To date, there is no agreed upon standard of care for
OHIV, with comorbidities being compartmentalized and addressed within their own
subspecialities, such as nephrology and oncology, rather than in tandem (Brennn-Ing, 2020). Key
informants detailed the need for a “geriatric approach” to HIV care, where geriatric conditions
and principles, and other non-HIV comorbidities and social issues are addressed under the
umbrella of HIV care (HRSA, 2021). This standard of care is already being practiced in other
areas of the U.S. such s ‘Golden Compass20’ in San Francisco and New York (University of
California San Francisco, 2021). Hillsborough County should advocate for and fund these types
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‘Golden Compass’ assess four points of care: North (Heart and Mind); East (Bones and Strength); West (Dental,
Hearing and Vision); and South (Network and Navigation) for OHIV.
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of programs particularly for individuals who lack transportation access or in areas that are
infrastructure-poor to obtain care and treatment from multiple providers.
To institute such programming, there needs to be greater efforts in strengthening and
training the current HIV workforce. Key informants shared that there is a significant proportion
of health care providers that may benefit from additional training on aging and HIV. Yet, studies
have shown that service providers already face strict time constraints and lack sufficient time to
learn of non-HIV related health care issues (Davis, Teaster, Thornton, Watkins, & Alexander,
2016; Yarnall, Pollak, Ostbye, & Michener, 2003). Thus, to close the aging with HIV
information gap among providers, training materials need to be brief, tactful, and quickly
accessible. Training on brief risk-reduction interventions and screening methods that do not
require much providers’ time could also serve to enhance the skills and motivation of HIV care
providers. The AIDS Education and Training Centers (AETC), which operate nationwide,
provide excellent training and education programs for healthcare providers serving PHIV and
can be helpful for this purpose (Cook, Friedman, Lord, & Springer, 2009). Furthermore, training
peers on services including counseling, support and how to connect patients to downstream care
may also be an optimal solution to alleviate provider burden and strengthen the HIV health
infrastructure.
Key informant, Dr. Joseph highlighted the added need to address the dire shortage of
incoming providers specializing in the HIV field. Entering the field in the early years of the
epidemic, Dr. Joseph shared that the HIV field has become ‘lack luster’ having lost the exciting
pull it had years ago. This, alongside low Infectious Disease (ID) physician pay and the
perception that HIV is being handled with ART has caused a new generation of ID care doctors
to push HIV specialization to the wayside. With current clinicians retiring and no replacements,
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the HIV care system is now facing impending “brain drain21” and a crisis in care capacity.
According to a study publish in HIV Specialist in 2016, the HIV field experienced a 5% decline
in trained providers from 2010-2015; during the same period there was a 14% increase in
demand for HIV services. A subsequent study by Clinical Infectious Diseases projected that the
2019 workforce would only be equipped to accommodate up to 65,000 PLHIV—a gross shortage
of the estimated 100,00 additional PLHIV who will need care (Stulpin, 2020). These key
informant perspectives suggest that concerted efforts are needed by professional health care
school, organizations, and governmental programs to recruit, educate, and retain clinicians in the
field.
Hillsborough County’s cultural and ethnic diversity further calls for the need for
multilingual, and culturally competent HIV care. Yet, along with reported shortage in care
capacity there is an underrepresentation of all minorities—racial, sexual and gender- in the HIV
care field. Key informants highlighted that distrust remains a significant factor in providing HIVrelated services to older Black Americans aging with HIV. Research has found correlations
between cultural distrust and lower rates of psychoactive medications (Whaley, 2001) among
Black Americans as well as lower rates of ART adherence among Black Americans (Kalichman,
et al., 2016). Distrust has also caused a direct impact on the relationships between providers and
clients, which—as key informants highlighted—is crucial to maintain as they age with HIV.
Research has shown that patients who see physicians of their own “race”, rate the care they
receive higher than if they saw a physician from a different racial group (Peterson L. , 2002;
Kennedy, 2007). Additional studies have found that ethnic differences between patients and
physicians led to obstacles in partnership and effective communication (Spector, 2004). It cannot
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Brain drain: An informal term used to describe the loss of highly skilled or educated individuals from a particular
organization, industry or geographic region.
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be overemphasized that there is a need to for service providers that are representative of the
minority OHIV populations being served. More effort needs to be invested in the recruitment and
retention of more Black Americans in health occupations to provide individualized care to
address the specific needs of this aging demographic.
Section IV: Contributions of Research
Systematic review of the life course and aging literature has highlighted that OHIV’s
lives—particularly that of minority OHIV--follow a different aging pattern than that of the
general older population in the U.S. With the unprecedented growth of this sub-population, there
is a need for increasing our understanding of the lived experience of aging with HIV; particularly
in the era of antiretroviral treatment and increased human life expectancy. My dissertation
research adds to the body of anthropological literature that highlights the complexity of the HIV
experience and the need for understanding the specific psychosocial, sociocultural, and personal
factors salient to the situations of OHIV. My research further corroborates with gerontological
findings on the life course and demonstrates how aging experiences are heterogenous and
asynchronous. OHIV involved in this project detailed their unique life stories and disruptions and
reorganization patterns that were influenced by individual sociocultural experiences and life
course expectations. Their accounts provided an example of the fluidity and changing nature of
the HIV experience and cements the need for healthcare and social care professionals to avoid
homogenizing the aging with HIV process and provide ongoing evaluation and assessments for
this population.
Capturing OHIV’s distinct life course experience provides great insight for future
research on successful aging with HIV in this population. As highlighted in gerontological
literature, successful aging among OHIV has been characterized by an older individuals’ social
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connections via the roles they play in society, social networks, and their ability to engage in
meaningful activities (Birnstengel, 2020). However, as my discussion on HIV and the less
explored phenomena of social death illustrated, many of my participants are experiencing a
decline in their social networks, decreased social support and obstacles in re-engaging and
maintaining involvement in life activities (e.g., employment). Historic racism, persistent HIV
stigma and, for some, homophobic views further exacerbate these obstacles and illustrate that—
despite being offered life-altering medications—OHIV face obstacles along the life course that
may impede their ability to institute strategies towards successful aging (Solomon, et al., 2017;
Woody, 2013)
Further, this dissertation research has important public health implications and calls for
practitioners to augment their hyper focused views on “fixing” the physical aspects of disease.
This biomedical model of fixing a health condition fails to acknowledge the ongoing sociocultural factors that impact the illness experience. It further implies that upon engagement in
treatment, individuals’ lives will revert to their pre-disease state. However, this is not possible
due to the “assault on the self that the disease entails (Sankar, Nevedal, Neufeld, Berry, &
Lubrosky, 2011) (Sankar, Nevedal, Neufeld, Berry, & Lubrosky, 2011). My research also
supports previous public health literature documenting the interrelationship between social
determinants of health and HIV outcomes. My participants detailed their ongoing economic
hardships, food insecurity, and inequitable access to things items as transportation and affordable
housing and healthcare. These disparities coupled with other social inequities, disabled their
individual agency to thrive as a PLHIV, which long term could impact their ability to meet life
course expectations and successfully age.
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Furthermore, this dissertation pinpointed the continued lag in health institutions and
health policy and programming in adapting to address the unique health care needs of this
greying epidemic. My participant and key informant data supports current literature that OHIV
face a greater number of comorbidities and mental health issues that are not being appropriately
addressed due to a compartmentalized health care system; an undertrained and shrinking HIV
and elder workforce; lack of culturally informed screening tools; and persistent HIV stigma. My
dissertation supports that there is a great need to bolster cultural competence, technical assistance
and capacity building assistance to improve OHIV care for this diverse population.
Section V: Intersectional Life Course Perspective
The application of the life course perspective within this dissertation research allowed me
to gain a holistic view into the lived experience of older, Black males who are aging with HIV in
Hillsborough County. It augmented my understanding of how various factors including cultural
values, historical context and physiological aspects of HIV disease converge to effect the overall
illness experience of OHIV. Through this lens I gained valuable insight into my research
participants’ life course expectations, their interpretations of life pre- HIV diagnosis and postHIV diagnosis, and the strategies they implemented to reorganize their lives as they age with this
chronic disease. Though this approach was invaluable, this perspective was limited in scope. It
did not consider how the different social locations (e.g., race/ethnicity, class, sexual orientation,
age) and structural inequalities can interact to also influence the lived experience of these
participants. With the aging, HIV population growing ever so more diverse, it is important to
consider how these social axes, intersect and affect the lived experience of this population.
A theoretical framework that is capable of simultaneously exploring the interconnections
between social locations and structural inequalities is that of Intersectionality. Coined in 1989 by
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critical race theorist Kimberlé Crenshaw, in her paper “Demarginalizing the Intersection of Race
and Sex: A Black Feminist Critique of Antidiscrimination Doctrine, Feminist Theory and
Antiracist Politics,” the concept of intersectionality emerged as an approach to capture the
multiple historical oppressions faced by vulnerable populations. “Intersectionality is a theoretical
framework that posits that multiple social categories (e.g., race, ethnicity, gender, sexual
orientation, socioeconomic status) intersect at the micro-level of individual experience to reflect
multiple interlocking systems of privilege and oppression at the macro, social-structural level
(e.g., racism, sexism, heterosexism)” (Bowleg, 2012, p. 1267). In other words, intersectionality
asserts that individuals who occupy two or more socially marginalized categories are often
disadvantaged by multiple forms of discrimination and oppression. Intersectionality theory does
not make a priori presumptions about the importance of one social location over another nor
does it merely seek to sum one independent construct to another. That is, that the experience of a
gay, Haitian male living with HIV is not equal to the sum of the experiences of a PHIV, a man
who identifies as Haitian, and a man who identifies as being gay (Bauer, 2014; Hankivsky &
Christoffersen, 2008). In other words, intersectionality theory recognizes that social factors are
mutually co-constitutive and interrelated and opposes analytical systems that treat social factors
in isolation (Collins, 1990; Crenshaw, 1991; Sangaramoorthy, Jamison, & Dyer, 2017). The
concept if intersectionality also posits that individual should not be placed in fixed conceptual
boxes. Rather, they should be located at the intersections of numerous—and constantly changing
social, cultural, and economic formations (Doyal, 2009). Accordingly, an intersectional approach
looks beyond how multiple intersecting oppressions affect persons at the interpersonal level, and
rather seeks to expose the “micro level experiences in terms of sociopolitical and economic
history and other forms of systems and structural violence” (Ontario HIV Treatment Network,
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2021). As Yuval-Davis (2006) states, “social divisions are constructed by and intermeshed with
each other in specific historical conditions” (Yuval-Davis, 2006, p. 200). This approach further
avoids ‘static essentialism’--that all members of a single social group are the same and share the
same experiences. But at this same time, it acknowledges the importance of the multiple
structures and relationships that confine the narratives of all individuals and communities.
Intersectionality and HIV
Intersectionality has been conceptualized by scholars across numerous disciplines, for
research, policy, and practice. Scholars have applied intersectionality theory to: explore social
relationships and power dynamics; as a methodology for understanding how structural power
imbalances influence individual experiences; as a political imperative to promote social justice
issues and form social alliances; and for illustrating how aspects of an individual’s social and
political identities can simultaneously create different modes of privilege and oppression (Choo
& Ferree, 2010; Bowleg, 2012; Sandelowski, Barroso, & Voils, 2009). However, in healthrelated research, scholars have tended to treat research populations’ social locations in isolation
or as additive entities. Left unaddressed, this can lead to the exclusion of key populations, who
occupy multiple marginalized identities, from research and health promotion efforts.
Within recent years, however the application of intersectionality in health-related
research has grown, with scholars recognizing how social memberships and structural inequities
converge to produce inequitable health outcomes. The nascent research on HIV and
intersectionality has starkly exposed the combined impact of discrimination based on
race/ethnicity, socioeconomic background, sexual orientation, and gender on poor clinical
outcomes among vulnerable populations and has made recommendations for programming that
is tailored and relevant to communities themselves (Haile, 2009; Loufty, Tharao, Chambers, &
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Wu, 2015; Darlington & Hutson, 2017; Maulsby, et al., 2013; Kerrigan, et al., 2015; Bowleg,
Teti, Malebranche, & Tschann, 2013; Caiola, Docherty, Relf, & Barroso, 2014). Applications of
an intersectional approach in HIV research have also identified a need to explore intersctional
stigma and discrimination at the micro, meso and macro-structural level and for the forumulation
of culturally-responsive programming and policies that span across all leves (Logie C. , James,
Tharao, & Loutfy, 2011).
Research on intersectional stigma and HIV has reccently broadened to explore OHIV,
who—as mentioned earlier in this research-- experience interlocking stigmas due to their HIV
status, gender, race/ethnicity, substance use, sexual orientation, and age. In a series of papers,
Brennan-Ing and Emlet (2020) explore how HIV stigma may interact with other marginalized
identities to complicate identity disclosure, lead to social isolation, interfere with care planning
and impact access to mental health services. Also examined, is the role of race, education and
behavioral health in neurocognitive functioning. Shen Johnson et. al (2019) and Sangaramoorhty,
Jamison & Dyer (2017) further explore the intersectional of stigmas among a varying group of
OHIV, including gay/bisexual males, heterosexual males, bisexual females, Spanish-speaking
OHIV and Black females. Mindt, Savin, Summers, Stiver, & Slaughter (2020) focus on ithe
intersectionality of age, ethnicity and and LGBT status and their potential increase for
neurocognitive impairment among older, Latinx PLHIV.
Incorporating Intersectionality into HIV Research and The Life Course
As illustrated above, intersectionality and HIV is a burgeoning field and can serve to
enrich the life course by illustrating how multiple identities and interlocking oppressions map
onto lived experience of aging with HIV. Thus, in future research, linking the life course
perspective with an intersectional approach (i.e., and ‘Intersectional Life Course Approach’), can
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provide a better understanding of how the lived experience of OHIV, who occupy multiple
marginalized social locations, is shaped by individual, structural and institutional forces.
Utilizing an intersectional life course approach can be used to explore how these forces, intersect
with individual life trajectories, and influence HIV outcomes over the life course. “As such, this
perspective holds the potential to situate personal stories within wider social processes to
consider how categories of difference, processes of differentiation, and systems of domination
are implicated within the individual life course” (Ferrer, Grenier, Brotman, & Koehn, 2017, p.
15).
Challenges in Intersectionality Methodology
Though the introduction of intersectionality may be useful in extrapolating and exposing
the interactions of multiple inequalities among my research population, the methodological
application of this framework in the social psychological literature has proven difficult. McCall,
(2005) outlines that there are three primary factors that contribute to the complexity in applying
an intersectional approach in research. First, intersectionality challenges the conceptualization of
research questions as it expands the subject of analysis to include multiple variables along
multiple axes. Second, application of an intersectional approach may aim to uncover
discrimination and oppression experienced by populations, but it “does not necessarily dissect
how particular [social] categories are produced, experienced, reproduced and resisted in daily
life” (Choo & Ferree, 2010, p.133; McCall, 2005, p, 1783). Third, because the premises of
intersectionality is understood as a method for creating “new knowledge and new democratic
institutions, identities and practices (Chun, Lipsitz, & Shin, 2013, p. 924)”, there may be some
apprehension surrouding methods that identify and emphasize intersections, but do not address
“the fundamental commitment to social injustice and equality” (Alexander-Floyd, 2012, p. 20).
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Conceptualizing this theoretical framework was a one of the difficulties I ran into during
my research. I initially decided to integrate an intersectional approach within exploring the lived
experience of my research participants, but I did not apply appropriate methodology. I employed
a Likert scale to explore the level of stigma/discrimination (if any) that my participants
experienced from various entities—including friends, family members and health care
providers—based on their racial identity, gender identification, sexual identification, age, and
positive HIV status. However, this format did not solicit reports of stigma or discrimination of
any kind. The application of this method also failed to readily capture the important
interrelationships and intersections that may occur between these social identities, as I was
treating each social identification independently rather than in tandem.
Section VI: Dissemination and Application of Research
In April 2009, Miguel “The Lisbon Patient” celebrated his 100th Birthday. Though he
died peacefully, six months following his centennial celebration, he showed the world that living
a full life with HIV was possible. Hearing about such a milestone made me reflect on the
tremendous gains that have been made since the first U.S .reported case of HIV so many years
ago. Improved pharmacology and treatment methods, public health prevention programming and
HIV education and advocacy efforts have transformed the HIV landscape and have provided us
hope that aging with HIV is possible. However, as the lived experience and healthcare provider
perspectives in this research have shown, we cannot succumb to these hope-engendering gains
and there is still much work that remains to be done. HIV treatment, for all the social changes it
has brought, has not led to an end to the inequality, poverty, and stigmas that PLHIV encounter
and endure. As the greying of the epidemic occurs, the role of anthropologists is ever more
critical in maintaining that HIV is still just as much a social disease as it is a biological one.
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Thus, I hope to take the findings of this dissertation research to further inform HIV program
planning and close the service gap for older, Black males aging with HIV in Hillsborough
County, FL.
To commence, I plan to disseminate my research in a presentation to Hillsborough
County’s primary HIV planning entity- the West Central Florida Ryan White Care Council
(RWCC). This council assess and evaluates local HIV/AIDS services and allocates resources to
improve the lives of those infected and affected by HIV. Most recently, the RWCC and the
Florida Department of Health in Hillsborough County formulated the ‘Ending the HIV Epidemic
(EHE)’ plan in response to the Centers for Disease Control and Prevention (CDC)’s EHE
initiative for ending the HIV epidemic by 2030. Hillsborough County’s initiative addresses four
scientifically based activities, outlined by the CDC, to end the epidemic: 1) Diagnosis; 2)
Treatment; 3) Prevention; and 4) Respond. Though Hillsborough County’s plan proposed
activities to address these strategies among key populations including youth, pregnant females,
and migrants, OHIV were never mentioned. Furthermore, of all stakeholders who partook in
formulating this plan-- including homeless services, children aging out of foster care, law
enforcement, social service agencies, LGBTQ+ youth, faith communities, basic needs providers
(e.g., food banks), and persons with physical and intellectual disabilities—geriatric providers and
other aging-specific professionals were not at the table. The lack of inclusivity of OHIV and their
providers in HIV planning further causes this population to be marginalized and ignores the
critical need to address the “chronicity” of this greying population. Estroff (1993), defines
“chronicity” as: the “persistence in time of limitations and suffering and to the resulting
disabilities as they are socially and culturally defined and lived”. Thus, presentation of my
research can serve to highlight the biological and social factors that give meaning to the lived
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experience of older, Black males aging with HIV and how these factors along with unique
service-related needs, must be addressed an incorporated into future HIV planning efforts
funding allocation and policy development.
Long-term, I aspire to utilize the findings of this research to mobilize area aging services
network and HIV care providers in formalizing a geriatric approach to care. I would like to pilot
a linkage and retention pathway among an identified set of providers, who would be willing to
collaborate to co-manage HIV care, comorbidities, mental health, non-HIV comorbidities and
other social issues for aging, Black males living with HIV. Through this pathway, HIV providers
would conduct a needs assessment which would identify the needs of they’re their aging, Black
male patients living with HIV. Based on the service, these individuals would then be referred to a
pre-established provider to address the issues(s) outline from t heir assessment. Once referred,
HIV providers or other trained medical staff, would conduct recurring check-ins with the
providers they were referred to, to ensure successful linkage- to-care and to follow-up on
potential treatment plan(s) or changes in treatment for their HIV positive patient. Such a unified
front can reduce barriers to engagement, promote adherence to medications, reduce
polypharmacy, drug toxicity, reduce lost-to-care and misinformation, and improve overall
treatment outcomes for this population. Of course, as Identified in my research findings, capacity
and technical assistance from AIDS Education and Training Centers (AETC) and local agencies,
such as the Florida Department of Health in Hillsborough County, may need to be solicited and
conducted prior to implementing this strategy among this subset of providers in order increase
provider knowledge and ensure that comprehensive age-appropriate care will be delivered to this
population.

173

To address Black American males’ specific needs and facilitate building of rapport and
trust, minority health care providers and mental health providers of color—as well as bi-sexual,
and MSM, providers within Hillsborough County, will be among the first to be identified for this
pilot pathway. Peers identified within the community and/or Peers from CBOs and ASOs would
also be identified and incorporated within this pathway. Due to the short among of time
providers are able to spend with patients, these Peers can play an integral role in not only
providing social support for these males as they age with HIV, but in navigating complex health
systems of care.
Furthermore, I also hope to work alongside my established contacts from the Florida
Vocational Rehabilitation (VR) offices to identify employment and training programs for older
Black males, who may be looking to re-enter the workforce and or seek to alternative career
paths. Long-term planning services (pro-bono if able), and elder services to increase social
support for older adults and overall quality of life, are other entities I wish to identify and
disseminate my research findings to. I spire to create partnerships for the long-term care of older,
Black males, aging with HIV. Organizations, such as Hillsborough County Aging Services,
provides adult day services, senior meal services, recreational classes, and transportation for
elderly individuals. While entities such as the Senior Connection Center provide guidance and
options for helping people age at home. Such resources are invaluable for older, Black males
aging with HIV, who may have low social support, are of low income and lack transportation
access, or are food insecure. The latter resource may serve as a viable option for older, Black
American males who do not wish to enter into a long-term, nursing facility for fear of stigma due
to their HIV status and/or sexual orientation. The Substance Abuse and Addiction Group is
another entity which addresses the issues of substance use among older adults residing in
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Hillsborough County, FL. I would like to place all this information in an easy-to-read resource
guide for distribution to area HIV CBOs, ASOs and senior centers.
Section VII: Limitations of The Dissertation Research
Though this dissertation project was, overall successful, there were several limitations.
This research conducted in this dissertation is very exploratory and findings were unique to a
subsample of older, Black males aging with HIV in Hillsborough County. In addition, the
research participants recruited for this study are not representative of all older, Black American
males in Hillsborough County. Twenty-five (71.4%) of my research participants were between
the ages of 50-59, with only 10 participants being between the ages of 60-69. Thus, my research
does not capture the lived experience of the 70+ demographic of minority males, aging with
HIV. Participants were also not selected randomly, and therefore their viewpoints may not reflect
the perspectives of other older, Black males aging with HIV in the county. Based on self-report,
this research may also be susceptible to social desirability effects and participants may have
answered questions in a particular manner—such as reporting engagement and retention in HIV
care-- to appease me.
Furthermore, this dissertation research took an extended period to conceptualize, perform
and analyze (2014-2021), which may have impeded on its relevancy to current issues in the HIV
field. However, despite the longevity of this project, I’m still finding that the literature on HIV
and the life course, particularly research involving minority men remains scant.
Despite these limitations, this research does provide important perspectives of the lives of
older, Black American males aging with HIV and identifies some overarching issues experienced
by healthcare workers in the provision of care among this older population. I propose that a
larger, cohort-diverse sample of males may have yielded greater perspectives, and perhaps
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provider greater distinction in HIV diagnosis cohorts and in their overall illness experience and
perceptions on life reorganization, disruption, and continuity as they age with HIV.
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